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Summary 












The draft Mental Incapacity Bill is the product of extensive consultation stretching back t 

Ne have been expected to scrutinise and report on it in little more than two pont 
working time: an over-optimistic timescale which calls into question the process for setting 
deadlines for pre-legislative scrutiny. However we have considered over 1200 written 
submissions, heard evidence from 61 witnesses and have produced as thorough an analysis 
as possible in the time available. 








On the whole, we endorse the principles and general direction of the draft Bill. The majority 
of evidence we received was broadly supportive of the Bill. We believe that there is a clear 
need for the bill and our report, whilst critical, should be read accordingly. 







The difficulty of trying to create satisfactory legislation in this complex and sensitive area 
should not be STAG The SoM Bill has SSNS strong HSIN ie both positive and 
with some of the anxiet Sse 3 we believe that many 












Nevertheless, considering the long gestation period it has had, the draft Bill still has 
shortcomings. We believe those shortcomings can and should be rectified. Although a great 
deal of work remains to be done to get the Bill right, and strong feelings about it will 
undoubtedly remain, we hope it will soon be brought before Parliament. Those it is intended 
to help have waited long enough for the benefits it should bring them. 









We endorse the draft Bill’s widely-supported aim of replacing common law uncertainties by 
a comprehensive statutory framework to define mental capacity, help those lacking it to 
make their own decisions where they can and enable sound decisions to be made for them 
when they can not. 









We believe that the Bill should follow the model of the comparable Scottish law by setting 
out the guiding principles at the start. While this may not be necessary for lawyers, it will 
undoubtedly be helpful for the many lay people likely to be affected by it and will set clear 
guidelines around which good practice can be developed. 









The draft Bill rests on a combination of the well-established common law principle of best 
interests and the presumption of capacity. We think this approach is sound. The Bill should 
be seen as enabling rather than restrictive, suitors it has to strike a delicate balance 
between respect for individual autonomy and the need to prote : 








We acknowledge the difficulties inherent in trying to create a ae ot legislative 
framework for mental capacity of varying degrees, from temporary to permanent and 
including fluctuating capacity, and for decisions ranging from the everyday to the life 
changing. 









; yardstick of functional capacity - assessing py in po eaon to the 

peared decision at the time wee? it is mee — seems right. Tl f best interests is 
raft Bill's othe e. This is well-enough fanerstnod ny oe ar oor 

open to vaigifeenreistinn by ae Decision-makers must be clear about what is expected. 








The draft Bill introduces the new concept of General Authority. This is intended to replace 
the common law defence of necessity with positive permission-giving arrangements for 









taking everyday and emergency decisions. The concept has been widely misunderstood and 
the term “authority” itself seems to have negative connotations for some who fear it 
amounts to licensed paternalism. Consideration should be given to a more appropriate 
term. 








aN in the drat Bill would extend the present End nae Powers of Attorne 
Yer Dy vl rer ¢ eric to m Vv ‘hich will include decisions or ana 








BOWErS wtih the arent Enduring Powers of Attorney which the Bill must strive to curb. 
Stricter safeguards will be needed and those who act under these powers will need clear 
guidance on what is involved and be required to keep adequate records of financial 
transactions. 











We welcome the draft Bill’s proposal to introduce a new Court of Protection 
See ears emits fay! Maes and SSL akin to those of the 7 High Court. But 


al a aid. Deputies 














standards of conduct and limitations on their autonomy 
life-sustaining treatment. 






One e of the 1 most controversial aspec ts of the drat Bill would enable tho se wit ca pacity to 
ohne OP PA 5 everres ered nt apt 
-make advance ace is to refuse medical treatr hould tl 3 i pable. This 
Pee strong moral testi at faa wide- Meee concern that ‘ieEas leat to euthanasia 
by the back door. Although we are satisfied that nothing in the draft Bill would permit 
euthanasia, it may be advantageous for the Bill to incorporate additional assurances on this 


point. 









In our view, it is right that those who have capacity should be able to state in advance what 
medical treatment they would not want to have in case they become incapable of taking 
decisions. The consequences of those decisions need to be properly explained to them. The 
decisions themselves should be made in writing and independently witnessed in almost all 
cases, and regularly reviewed. Doctors must Say Ss that advance decisions are 
valid in relation to the treatment concerned. Guidance is 
the particular problems posed by artificial nutrit 








Any new mental health legislation should take careful account of the criteria for judging 
capacity established by this Bill. Some grey areas between the draft Bill and the present 
Mental Health Act (notably the so-called “Bournewood Gap”)! need to be addressed. 






The Codes of Practice will be absolutely critical for the success of the Bill. It must be clear, 
comprehensive and workable. It must also be accompanied by a publicity campaign to 
explain what the Bill is all about, and by readily-understandable guidelines for informal 
carers, families and others helping those lacking capacity to make decisions, as well as those 
with learning difficulties. 








A great deal remains to be done on the Codes of Practice. Parliament must see the Code in 
draft when the Bill is introduced, but the work still needed on this should not hold up the 
introduction of the Bill. 










‘See Chapter 12, page 60 





We also looked at what the draft Bill does not cover. It needs to say much more than it does 
about protection against abuse and exploitation of those lacking capacity. The new Office of 
the Public Guardian and other statutory bodies should have powers to investigate and 
intervene to protect vuln erable people from abuse. 







e of ou idents were strongly opposed to allowing medical research on those 
Plane thet Papacy to give consent. After careful consideration, we concluded that the Bill 
should allow it in limited circumstances under strict controls administered through medical 
ethics committees. 











We believe the Bill should acknowledge the valuable role that independent advocacy services 
can play in helping those lacking capacity to assert their rights, provide additional safeguards 
against abuse and exploitation and help to resolve disputes. The status of independent 
advocates needs to be officially recognised and their availability and standards should be 
improved. 









It is most regrettable that the Department was only able to provide inadequate estimates of 
the likely resource impact of the Bill very late in our Inquiry. Both Houses will need to take a 
very thorough look at the resource implications when the Bill is presented to them. 








The draft Bill should also cover access to information for those lacking capacity and their 
helpers. The rights to privacy of those lacking capacity should be respected and protected. 
Yet those acting for them do need access to information if they are to carry out their 
responsibilities properly and provide effective assistance. 










Weare also surprised that jurisdictional issues arising from the differences between the draft 
Bill and the counterpart Scottish legislation have not been addressed. We welcome the 
Department's assurance that they will be when the Bill itself is presented to Parliament. 






Altogether we have made nearly 100 recommendations about the draft Bill.” We expect the 
Government to give them the utmost consideration as a matter of priority. 






re ommendations is that the Bill’s title should be changed to the Mental 

Bill. We ‘think this reflects more accurately what the Bill is about and removes 
some of the more pejorative undertones regrettably associated with incapacity. We hope that 
change will symbolise the changes in public attitudes and understanding which are long 
overdue and which this Bill should help to bring about. 







2 See Chapter 2, page 11 
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1 Chapter 1 Background to the Draft Bill: 


1. The Draft Mental Incapacity Bill’ and accompanying Commentary and Explanatory 
Notes* were presented to Parliament on 27 June 2003 by Lord Filkin, the Parliamentary 
Under-Secretary of State for the newly-created Department for Constitutional Affairs. 


Consultation 


2. The draft Bill is the result of a very lengthy and detailed process of consultation. As long 
ago as 1989, the then Lord Chancellor, Lord MacKay of Clashfern, invited the Law 
Commission of England and Wales to carry out a comprehensive investigation of all areas 
of the law affecting decisions on the personal, financial and medical affairs of those who 
lack capacity. This was in response to concerns raised by professional bodies and voluntary 
organisations dealing with mental disability 


3. Following five years of consultation and deliberation, the Law Commission produced its 
final report and recommendations for Law Reform in March 1995.° The Commission 
recommended that “there should be a single comprehensive piece of legislation to make 
new provision for people who lack mental capacity”.® 


4. The Commission’s recommendations for legislation included a new statutory definition 
of what it meant to be “without capacity” to make a particular decision. This was coupled 
with statutory criteria defining the “best interests” of the person concerned as the basis on 
which decisions might be made by others on behalf of a person lacking capacity. 


5. The report also proposed the concept of “General Authority” to clarify where action 
might lawfully be taken on behalf of a person lacking capacity without needing formal 
procedures or intervention by the court. This would provide legal authorisation for anyone 
to “do anything for the personal welfare or healthcare of a person who is, or is reasonably 
believed to be, without capacity in relation to the matter in question if it is in all the 
circumstances reasonable for it to be done by the person who does it, and it is in the best 
interests of that person”.’ 


6. The Commission also recommended that persons aged 18 or over who had the 
necessary capacity to make decisions could express advance refusals of medical, surgical, 
dental or other procedure which might be available to them in future when they lacked the 
capacity to express that decision.* Other recommendations of the Law Commission 
included: 


3 Cm 5859-1 

*Cm.5859-II 

> Law Commission Report 231, Mental Incapacity, HMSO 28 February 1995 
® Ibid Summary paragraph 1.2 

? Ibid Summary 1.6 

8 Ibid 1.14 
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Provisions for the supervision of particular forms of invasive or irreversible 
medical treatment and permitting, in certain circumstances and under strict safe- 
guards, non-therapeutic medical research, involving persons lacking capacity;” 


A new form of Power of Attorney to be called a “Continuing Power of Attorney” to 
provide for designated persons (known as “donees”) to be authorised to make and 
implement decisions about personal welfare, health care and financial affairs in the 
best interests of those lacking capacity;'° 


An integrated statutory jurisdiction for making personal welfare, health care and 
financial decisions on behalf of those lacking capacity and for resolving disputes 
through a new Court of Protection;"! 


Public Law Protection for vulnerable people at risk by giving social services 
departments a duty to investigate possible harm or serious exploitation of 
vulnerable persons and to intervene where necessary.’ 


7. In response to the Law Commission Report, the (then) Lord Chancellor’s Department 
published a Green Paper “Who Decides” in December 1997" and, after a further 
consultation, a policy statement entitled ‘Making Decisions’ in October 1999.'* This set 
out’? the Government's commitment to bring forward new legislation “when 
Parliamentary time allows” to include: 


A presumption against lack of capacity; 


A functional approach to determining whether or not a person has capacity to 
make a particular decision; 


A new statutory definition of incapacity; 


A commitment that all practical steps must be taken to enable a person without 
capacity to communicate their decisions; 


Statutory guidance on how the best interests of person who lacks capacity should 
be determined; 


A General Authority to react reasonably for “day-to-day decision making on behalf 
of those without capacity”, but subject to certain restrictions; 


New provisions on continuing Powers of Attorney enabling the delegation of 
decision making powers on finance, health care and personal welfare by persons 
over the age of 18; 





° Ibid 1.21-23 

0 Ibid 1.27 

" Ibid 1.34-1.41 

2 Ibid 1.45 

3 CM 3803 

CM 4465 

5 Ibid, Chapters 1-3 


e A new single Court of Protection to deal with all the areas of decision making for 
adults without capacity; 


e Acommitment to ensure that appropriate arrangements should be put in place to 
provide a practical and effective system to monitor health care, welfare and 
financial management of those lacking capacity. 


8. Following the publication of the Green Paper, the (then) Lord Chancellor’s Department 
established ine ERY TIO CSREES Revise his was designed to work with 
stakeholder organisations, to develop solutions to problems which exist under the current 
law and to explore proposals for new legislation. The Department also produced a series of 
six booklets giving guidance on the existing law respectively for legal practitioners, social 
care professionals, health care professionals, family and friends, people wishing to prepare 
for possible future incapacity and those with learning difficulties.'° Meetings and 
consultation seminars with those representative groups, organised by the Department, to 
discuss the scope for law reform eventually led to publication of the draft Bill. 


Scotland 


9. In parallel with the work of the Law Commission of England and Wales, the Scottish 
Law Commission carried out a similar consultative exercise in the early 1990’s which 
culminated in its own final report published in 1995. Following further consultation and a 
position paper “Making the Right Moves” published in 19991’, the Adults with Incapacity 
(Scotland) Act 20 became one of the first statutes to be enacted by the Scottish 
Parliament. The Scottish Act has been implemented in stages and the Scottish Executive 
has commissioned surveys to find out how the Act is working in practice and what impact 
it is having on those without capacity and their carers. 






10. Many of the provisions of the Adults with Incapacity (Scotland) Act 2000 mirror those 
proposed for England and Wales in the Draft Mental Incapacity Bill. But differences 
between the respective jurisdictions and the different public bodies responsible for 
legislation are reflected in some important differences in approach, The main differences 
are highlighted where appropriate in the relevant sections of this Report. 


2 Chapter 2: Conduct of the Inquiry 


11. Following an initial motion in the House of Lords on 12 June, the Joint Committee was 
set up following resolutions of both Houses on 9 and 11 July 2003 respectively’ with a 
remit to report on the draft Bill by the end of November 2003. A list of Committee 
Members is given on the inside cover of the Report. 


'6 http://www.icd.gov.uk/family/mi/index.htm 

7 SE/1999/24, ISBN 0 10 888002 8 

18 2000 asp 4 

'9 HC, Vol. 408, Cols 1481-2, 10 July, HL, Vol. 651, Col 570, 574, 11 July 


12 


12. Our first meeting was held on 15 July 2003, when Lord Carter was elected Chairman by 
acclamation. Because of the impending Parliamentary Summer Recess, it was not possible 
for us to meet again until 9 September 2003. At that meeting, Professor Anthony Holland 
and Ms Penny Letts were appointed as Specialist Advisers to the Joint Committee. 


13. We issued a combined Call for Evidence and Press Notice on 17 July 2003.” This noted 
that we expected to concentrate our Inquiry on the following themes in relation to the 
structure and content of the draft Bill: 


e Was the consultation process preceding the publication of the draft Bill adequate 
and effective? 


e Are the objectives of the draft Bill clear and appropriate? 
¢ Does the draft Bill meet those objectives adequately? 
e Are the proposals in the draft Bill workable and sufficient? 


e Might lessons be learned from similar legislation already implemented in Scotland 
or elsewhere? 


e Are there relevant issues not covered by the draft Bill which it should have 
addressed? 


e In what other ways might the draft Bill be improved? 


14. With so little time available to complete the Inquiry, because of the Summer Recess, we 
decided that the deadline in our Call for Evidence for submission of memoranda should be 
set at 1 September 2003. Understandably, this provoked numerous complaints from those 
who said they would have great difficulty in meeting our deadline. We regret the 
inconvenience caused, but it was unavoidable: we wanted to allow as much time as possible 
for written submissions to be considered before we started taking oral evidence, but equally 
realised that we would have to start taking oral evidence, but equally realised that we would 
have to start taking oral evidence as early as possible in September so as to give as many 
witnesses as possible the opportunity of addressing us. 


15. In practice, we decided to accept and consider written HATE) at Ra after the 1 
September deadline had expired. Altogether we received over 1200 separate writte 
‘submissions, all of which were circulated to Committee Members my given 


consideration. 





16. Between 10 September and 22 October we held nine oral evidence sessions at which 
evidence was given by a total of 61 witnesses, culminating in evidence from the 
Parliamentary Under-Secretary of State for Constitutional Affairs, Lord Filkin, and the 
Minister of State at the Department of Health, Ms Rosie Winterton. 





20 See Annex A 


17. Details of the witnesses giving oral evidence are listed. Transcripts of the oral evidence 
given are published in Volume 2 of this Report. We decided it would not be possible to 
publish all the written memoranda received, but a selection is printed in Volume 2 of this 
Report together with a list of all those who submitted written memoranda. 


18. We are very grateful to all those who submitted written memoranda and especially to 
those who spared time, often at very short notice, to give us the benefit of their knowledge 
and experience in oral evidence. 


19. It has been a daunting task to assimilate all this evidence in such a brief time, especially 
given the complexity and sensitivity of the draft Bill and the strong opinions expressed 
about it. 


20. We have been greatly assisted in this task by our two Specialist Advisers, whose 
expertise, sound advice and willingness to work under great pressure have been 
outstanding. We must also pay tribute to the hard work and skill of the Committee staff, 
who are listed on the inside cover of this Report. 





21. With hindsight, the d 1e set for the Committee was clearly unrealistic. The delay in 
publication of the draft Bill, eripanided by the delay in setting up the Committee, meant 
that we could do little work as a Committee until mid-September against a deadline of the 
end of November. We have worked hard and done our best but the importance of this 
draft Bill, and the complexity and sensitivity of the issues involved, deserved much more 
time and careful consideration than we have been able to give. 


22. We recommend that consideration be given to a new procedure for setting 
deadlines for Joint Committees carrying out pre-legislative scrutiny to enable them to 
give full and proper consideration to all the issues involved and to allow those wishing 
to offer evidence to the Committee a fair and adequate opportunity to do so. 


23. We understand that the timescale was partly driven by an initial perception that the 
Government intended to bring forward legislation based on the draft Bill early in the next 
Parliamentary session. We appreciate that this Inquiry has given the Government much 
more food for thought about the Bill. We also recognise that the difficulties and 
implications raised later in this Report will need to be dealt with in consequential 
amendments. Nevertheless, we would be extremely disappointed if the Government felt 
unable to continue to give the Bill due priority. Those whom it is intended to help have 
waited long enough and deserve to have the benefits which the new legislation can bring 
in the very near future. 


3 Chapter 3: Is the Bill necessary? 


24. The evidence we have received has highlighted the widespread support for the 
introduction of a Bill dealing with issues related to mental incapacity. Most of our 
witnesses acknowledged the benefit of having a bill which would provide a comprehensive 
statutory framework for assisting those lacking capacity to make decisions for themselves 


wherever possible and would allow for decisions to be taken properly on their behalf and in 
their best interests when they lack that capacity. The many criticisms we have received have 
focused on the content of the draft Bill rather than its objectives. 


25. We recognise that it is no easy task to design a legal framework enabling satisfactory 
decisions to be made in situations ranging from temporary incapacity, fluctuating capacity 
to permanent incapacity and covering everything from everyday necessities to major life- 
changing actions. 


26. We accept that particular difficulties may be involved in trying to establish the wishes 
of those whose learning disability or lack of communications skills may conceal their 
ability to make decisions. 


27. We also appreciate that all decisions, however minor and routine, affect people in their 
daily lives and that small decisions often have a disproportionate effect on the morale and 
quality of life of those who are disadvantaged or vulnerable. 


28. Against this background, we have reviewed evidence as indicated in this Report which 
demonstrates: 


e the inadequacies of the present common law; 


e the need to promote awareness and good practice in dealing with those lacking 
capacity; 

e the Government’s duty to fulfil human rights obligations towards those lacking 
capacity; 


e the Government’s commitment to promote non-discrimination; and 


e the need to achieve a better balance between autonomy and protection for those 
who are unable to make decisions. 


29. We acknowledge the limitations of prescriptive legislation in addressing these 
problems. We believe that this Bill must be enabling as well as protective. But it is not just 
about making legal changes. It is about the need to change deep- seated attitudes and ways 
of thinking. In this context, perception is often more important than reality and it is vital to 
find language which will set the right tone and invoke the desired response whilst meeting 
legal requirements. 


30. We concur with the widely-held view that a new Bill is needed to provide a 
comprehensive statutory framework for assisting those lacking capacity to make 
decisions for themselves wherever possible and for proper decisions to be made by 
others on their behalf where that is not possible. Even so, legislation can only go so far. 
It must be accompanied by changes in attitude which recognise the rights of those 
lacking capacity and the need to instil respect and good practice in dealing with them. 


The Bill must aim to preserve a satisfactory balance between enablement and 
protection. 
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4 Chapter 4: Principles of the Bill 


31. The Commentary and Explanatory Notes issued by the Department for Constitutional 
Affairs to accompany the draft Bill’’ described the Key Principles of the Bill as a 
combination of: “... a single definition of capacity that requires capacity to be assessed 
according to each decision that needs to be taken” and enshrining in statute the concept of 
“acting in the best interests of a person who lacks capacity...as the overriding principle that 
must guide all decisions made on behalf of someone lacking capacity” 


32. This document also says that individuals will not be labelled “incapable” but only 
“regarded as lacking capacity for certain decisions at the time that that decision (sic) 
needed to be taken”. It points out that “in many cases individuals are quite capable of 
making some decisions”, although they may find others more difficult and goes on to say: 
“The approach to establishing whether someone has capacity used in the Bill is 
underpinned by the belief that whenever possible individuals should continue to make as 
many of their own decisions as possible. The i tad ee is poe that the person has 






decision”.” 
33. It is also pointed out in the Commentary and Explanatory Notes that the Bill includes a 
checklist of factors that decision makers must take into account when considering what is 
in the best interests of the person concerned so as to “provide a common standard around 
which all interested parties should discuss and agree how to make a decision for the person 
who lacks capacity.”” 


34. In correspondence with the Chairman of the Joint Committee, Parliamentary Under- 
Secretary of State for the Department for Constitutional Affairs, Lord Filkin, has set out 
what the Department regards as the objectives of the Bill as being to: “maximise the 
capacity of those who lack or who may lack capacity to take certain decisions for 
themselves; protect vulnerable adults with mental incapacity issues from abuse and neglect; 
and, provide clarity to families, informal carers and professionals as to when they may act 
or take decisions on behalf of those incapable of making such decisions themselves.” 


35. In oral evidence to the Committee on 22 October, Lord Filkin described the Principles 
of the draft Legislation as follows: 


ne bes e principles — probably it is a fundamental principle. It 
is really saying that here somiad are artaiing decisions in a situation where there is 
not capacity and they are not at liberty to act at large; they can only act in terms of 
the best interest. Secondly, there are a number of other principles in our Bill: the 
presumption of capacity, the functional test of capacity...in other words, making a 
judgment about capacity at the specific point in time when you need to rather than 





21 CM 5859-Il, page 7 
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speaking once and for all. There is a requirement to take all practical steps to help 
people make decisions, in other words, not just making it a black and white issue. 
Also, when it is clear that a person does not have capacity, still striving to take their 
wishes into account.” 4 


36. These principles are incorporated in Part 1 of the Bill which defines lack of capacity 
(Clause 1), inability to make decisions (Clause 2), the presumption against lack of capacity 
(Clause 3) and best interests (Clause 4). The latter includes the checklist of factors to be 
considered by anyone taking decisions in the best interests of someone lacking capacity. 


37. Unlike its Scottish USA the Adults with Oe (Scotland) Act 20007, 

| : ecif of the fundamental principles on 
which it is anes Supe One of the Scottis Act sets out five general principles which 
govern all “interventions” taken in the affairs of an adult under, or in pursuance of, the Act. 
These are: 






e There shall be no intervention ... unless that intervention will benefit the adult and 
that such benefit cannot reasonably be achieved without the intervention. 


e the intervention must be the least restrictive option in relation to the adult’s 
freedom. 


e In deciding on any intervention, account must be taken of the adult’s past and 
present wishes and feelings so far as they can be ascertained by any means of 
communication, whether human or by mechanical aid. 


e Account must be taken of the views of relevant others (including the nearest 
relative and primary carer) where it is reasonable and practicable to do so. 


e People holding certain powers under the Act (e.g., attorneys and guardians) must 
encourage the adult to use existing skills, and to develop new skills, concerning 
his/her property, financial affairs or personal welfare. 


38. Section One of the Scottish Act also contains the “fundamental definitions” which 
apply in relation to the Act, including the definitions of “adult” and “incapable”, thus 
defining the people to whom the Act applies. The presumption of capacity is established 
under Common Law and is not re-stated in the Act. Thus the Scottish Act is designed to 
run in conjunction with the Common Law, whereas the draft Bill is designed to codify 
existing Common Law practice in statute. 


39. We examine these SATISTENCES % ESS in more detail in the relevant sections of the — 
Report. However, we were struck by the a bsence of a specific statement of principles on the 
face of the Bill as airnitial point of reference, as has been done in the Scottish Act. 
Although the principles of the draft Bill may be discernible to lawyers from the opening 





24 Q723 (Lord Filkin) 
25 2000 asp 4 
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clauses of the draft Bill, they may not be so obvious to the majority of non-legal persons 
who will have to deal with the Bill in practice. 


40. Several witnesses told us they would see advantage in having such a statement of 
principles on the face of the Bill.*° In particular, our attention was drawn to the principles 
set out in section 1 of the Children Act 1989 and, as an example of more recent legislation, 
to the Adoption and Children Act 2002, which set out in section 1 specific ‘Considerations 
applying to the exercise of powers’ under that Act.” 


41. When we asked Lord Filkin about this in oral evidence he said 


“We are certainly open to reflection as to whether it would give people more comfort 
to put some of those principles altogether in one section. We are not saying that we 
will do that, but we need to think about why we should not have a section making it 
very clear rather than requiring the effort of going through the whole Bill to find the 
principles at various points in it”.* 


42. In an enclosure to a subsequent letter to the Chairman, Lord Filkin added: 


“We agree that the perception of the Mental Incapacity Bill is important and we have 
heard that the Scottish style of a clear statement of principles in the Bill has been well 
received. Therefore, we are content to investigate whether it would be possible to 
amend the draft Mental Incapacity Bill to similar effect and give more emphasis to 
the principles given above. Of course, we will need to take advice from Parliamentary 
Counsel as to the possibility of achieving this.”” 


43. We welcome the Department’s commitment to give further consideration to the 
possibility of incorporating a statement of principles on the face of the Bill. We believe 
that such a statement inserted as an initial point of reference could give valuable 
guidance to the Courts, as well as helping non-lawyers to weigh up difficult decisions. 
Evidence given to us indicates this would be welcome to a wide range of those who have 
to deal with the problems of substitute decision-making in practice. We also believe 
that such a statement would be valuable in helping to frame the Codes of Practice based 
on the Bill. 


mmend that the statement of principles should include the 





y 


e Every adult has the right to make his/her own decisions and must be assumed to 
have capacity to do so unless it is proved otherwise 


26 Q164 (Mr Kramer), Q177(Mr Broach), Ev 85 MIB 1188, Q273 (Dr Wilks), Q284 (Professor Murphy), Q446 (Mr Dixon), 
Q548, Q555, Q556 (Mr Clements) 
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e Everyone should be encouraged and enabled to make his/her own decisions, or 
to participate as fully as possible in decision-making, by being given the help 
and support s/he needs to make and express a choice 


e Individuals must retain the right to make what might be seen as eccentric or 
unwise decisions 


e Decisions made on behalf of people without capacity should be made in their 
best interests, giving priority to achieving what they themselves would have 
wanted 


e Decisions made on behalf of someone else should be those which are least 
restrictive of their basic rights and freedoms”. 


5 Chapter 5: Human Rights 
Considerations 


Human Rights Act Compatibility 


45. After examination of the draft Bill, the Joint Committee on Human Rights concluded: 


“,... its provisions engage a wide range of rights, including the right to respect for 
private life, the right to property, and the right to be free of degrading treatment. In 
our view, the safeguards built into the draft Bill are sufficient to ensure that there is 
no significant risk of the implementation of the Draft bill leading to an 
incompatibility with any of them.”*° 


46. Given that the draft Bill would clearly invoke rights under the Human Rights Act 1998, 
the Committee undertook its own scrutiny of the issues. Professor John Williams, Head of 
the Law Department of the University of Wales, Aberystwyth, stated in his evidence to the 
Committee: 


“,..the common law on decision making for incapacitated people has served us 
reasonably well and facilitated decision making for incapacitated people, it is 
doubtful whether it contains sufficient safeguards to ensure that it does not violate 
the European Convention on Human Rights .....”! 


47. Accordingly, the current practice of relying on the courts to fill in the gaps in the law 
was clearly seen as inadequate and the clarity of a statutory footing was viewed as 
desirable.* 


° Scrutiny of Bills and draft Bills: Further Progress Report (HL Paper 149/HC 1005), para 4.7 
31 Ev 190 MIB 564 para 2 
32 See Re F (Adult: Court's jurisdiction) [2000] 2 FLR 512 
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“The draft Bill is welcome and very timely. Incapacity is a growing area of concern 
for social work practitioners and most feel uncomfortable working under the existing 
system.””*? 


48. Despite the report from the Joint Committee on Human Rights, it became apparent to 
the Committee quite early on in our inquiry, that there remained significant disagreement 
as to the Human Rights implications of the draft Bill. Oral evidence from Values into 
Action, an organisation working with people with learning difficulties stated: 


“As is currently drafted in my view this Bill legalises what is currently done by and 
large unlawfully in terms of decision-making being done on behalf of other people. 
At the moment because the law is so unsatisfactory many, many decisions are made 
for people with no legal basis. This Bill if it were to go ahead would legalise that 
position without ensuring those decisions are what people want and without 
ensuring that people's views are properly and thoroughly taken into account, it 
would actually worsen the situation of people with learning difficulties.”™ 


49. A number of submissions were received from witnesses expressing concern about the 
impact of the draft Bill on the rights enshrined in the articles of the European Convention 
on Human Rights, now incorporated into UK law by the 1998 Act. Those which the 
Committee received the most evidence on were articles 2 and 6. 


Article 2(1) provides: 


_“Everyone’s right to life shall be protected by the law. No one shall be deprived of his 
life intentionally save in the execution of a sentence of a court following his 
conviction of a crime for which this penalty is provided by law”** 


50. Article 2 therefore imposes a primary obligation on the State to refrain from taking life, 
other than in limited circumstances. It further imposes a secondary obligation to ensure 
that there are appropriate safeguards in place to protect life. 


51. Evidence from ALERT, an organisation committed to “defending vulnerable people’s 
right to live” submitted to the Committee the opinion of leading counsel, Richard Gordon 
QC, in which it was stated: 


“Article 2.....imposes a positive obligation on the State to give life-sustaining 
treatment in circumstances where, according to responsible medical opinion, such 
eatment is in the best interests of the patient”. 





52. It was submitted that the powers in the draft Bill, exercisable under Lasting Powers of 
Attorney and by the refusal of treatment by advance decisions, contravened, inter alia, the 
obligations of the State under article 2. However, a number of other witnesses submitted 


33 Ev 190 MIB 564, para 2 
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that although article 2 does impose positive duties on the State to uphold an individual’s 
right to life, a public authority cannot be compelled to impose treatment against a person’s 
express wishes.” Accordingly, an individual can refuse to have his right to life upheld and 
relieve the State from its obligation. Moreover, on a number of occasions, the courts have 
upheld the right of an individual with capacity to refuse life-sustaining treatment even if 
that decision is irrational.** 


53. Weare of the opinion that under the proper interpretation of article 2, the State has 
a secondary obligation to protect life, but an individual can choose not to uphold that 
right. Accordingly, the mechanisms under the draft Bill, which permit the refusal of 
consent to the carrying out or continuation of treatment, in accordance with the wishes 
of the patient, do not contravene article 2 of the European Convention on Human 
Rights. 


Article 6(1) provides: 


54. In the determination of his civil rights and obligations or of any criminal charge against 
him, everyone is entitled to a fair and public hearing within a reasonable time by an 
independent and impartial tribunal established by law.” 


55. It was submitted to the Committee that, first, the right of access to the Court of 
Protection was ‘inadequate to comply with the need for immediate access to a Court...’ 
and secondly, that there were no obvious mechanisms for the Court to become involved.” 


56. It has been held that the right of access to court is not absolute, but may be subject to 
limitations, since ‘by its very nature [it] calls for regulation by the state, which may vary in 
time and place according to the needs and resources of the community and of 
individuals’.*' The draft Bill does provide a right of access to the courts as it is possible to 
challenge decisions, and others can challenge on behalf of the incapable adult. Under 
clause 40 a number of individuals can apply to the Court of Protection without permission, 
including the incapacitated person him/herself, anyone acting on behalf of the person 
lacking capacity (such as a litigation friend), a donee of a lasting power of attorney and a 
court appointed deputy. In certain situations, the very nature of person’s incapacity will 
mean that access to court by that individual will be more difficult than for a capable person. 
The aim of the draft Bill is to provide mechanisms for substitute decision making for 
incapable adults; by dispensing with the requirement to obtain permission in some cases, it 
attempts to increase access to the Court. Permission cannot be dispensed with in all cases 
as gatekeeping mechanisms need to maintained. Moreover, Professor Michael Gunn of 
Nottingham Law School argues that to allow all decisions to be determined by the court 
could amount to a breach of the article 8 right to have private life protected.” The essential 
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object of article 8 is the protection of the individual against arbitrary interference by public 
authorities. 


57. Although we have made recommendations that access to the Court of Protection 
should be further enhanced for persons lacking capacity’? we are of the opinion that 
there are sufficient mechanisms provided under the draft Bill to ensure that persons 
lacking capacity receive a prompt, fair and public hearing. 


58. Some evidence was also received by the Committee that article 3 might be contravened 
by the provisions of the draft Bill. It provides: 


“No one shall be subjected to torture or to inhuman or degrading treatment or 
punishment.” 


59. The argument put forward was. that there was scope under the draft Bill to treat 
vulnerable people contrary to their best interests and in a way which deprived them of 
life.*° 


60. Clause 4 of the draft Bill provides that any act done, or any decision made on behalf of a 
person lacking capacity must be done in his best interests. Furthermore, a number of 
safeguards are included to prevent the carrying out of degrading treatment. For example, 
there are restrictions on the use of the general authority to prohibit the use, or threat of 
force, or to restrict the liberty or movement of a person, except in exceptional 
circumstances.**° We have however recommended that the exceptional use of, or threat of 
force, or the restriction of movement are limited to emergency situations and that the 
period of detention should be as short as possible (see chapter 8 paragraph 132). The 
Committee are satisfied that this additional safeguard will ensure that persons lacking 
capacity will be protected from being subject to degrading treatment and significant harm. 
In addition, and as stated in paragraph 53 above, the Committee are satisfied that the 
provisions of the draft Bill to do not deprive persons of the right to life. 


61. Accordingly, we are of the opinion that the arguments put to the Committee that 
the draft Bill violates the rights enshrined in article 3 are without merit. In agreement 
with the Joint Committee on Human Rights, we conclude that the draft Bill provides 
sufficient safeguards to ensure that the right to be free from degrading treatment is 
protected.” 


43 See chapter 10 
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6 Chapter 6: (Clauses 1-3) Decision- 
making capacity 


Clause 1: Decision-making capacity 


62. Clause 1 of the Bill sets out the concept of decision-making capacity. This is central to 
the draft Bill since the powers enshrined in it are triggered by a person’s incapacity. The 
submissions we received all supported the general principle of respect for autonomy that 
underpins this Bill. 


63. We recognise that in the case of health care decisions the Courts have determined that 
it is for adults to decide for themselves whether or not to have medical treatment.” For 
such decisions to be valid the person has to be fully informed about the decision in 
question, has to have the capacity to make that decision for him/herself, and has to have 
made the decision voluntarily. 


64. We note that the only exception in current law to the principle that a competent person 
has a right to make such decisions for him/herself is in the case of treatment for a mental 
disorder where the wishes of a competent person could, under specific circumstances, still 
be over-ruled under the terms of the Mental Health Act, 1983. In all other situations a 
person’s ‘decision-making capacity’ is the pivotal issue that determines whether his/her 
decision must be respected or not. The same principle of autonomy also applies to 
decisions outside that of health care. 


65. The draft Bill states that the decision-making capacity of an individual must be 
presumed until demonstrated to the contrary and that capacity is both “decision specific’ 
and ‘time’ specific. The majority of the evidence we heard on this matter endorsed these 
principles. This ‘functional’ approach to capacity implies that a person may be capable of 
making one decision but not another (perhaps more complex) one, or may be capable of 
making a particular decision at one point in time but not at another. This approach to 
capacity has implications throughout the whole Bill, especially under the General 
Authority and Lasting Powers of Attorney (LPA). 


66. We agree with the definition of capacity and the additional clauses under Clause 1 
of the draft Bill. We support the principle of presumption of capacity which underpins 
the draft Bill. We note the functional approach adopted by the draft bill when allied to 
Best Interests is intended to provide protection to those lacking capacity. In this 
context, we believe that every effort should be made in both the Bill and in the Codes of 
Practice to ensure that this Bill is seen as enabling rather than restricting. 


67. The only cautionary word in relation to the functional approach came from the Master 
of the Court of Protection, who drew our attention to problems that may be caused if the 
definition in the Bill refers only to specific issue capacity and makes no mention of more 


48 Re: C [1991] 3 All ER 866; Re: B [2002] EWHC 429 (Fam) 


23 


general incapacity. He gave examples of the potential for people with on-going incapacity 
to make a series of judgments or decisions that may have disastrous consequences.” Under 
the existing law, a person who is deemed to lack capacity to manage and administer his/her 
property and affairs may come under the jurisdiction of the Court of Protection.* The 
purpose of the Court’s jurisdiction “is to take out of the hands of that individual his or her 
decision-making function in relation to property and affairs.”*! For example, if a receiver 
has been given authority by the Court to take over the handling of the person’s property 
and financial affairs, the person cannot arrange to sell any property or purchase any goods 
independently of the receiver, whether or not s/he has capacity to do so. This recognition 
of more ‘general incapacity’ is intended to protect the person’s interests. We recommend 
that the current clause 3 in the draft Bill before us becomes either clause 2 of any new 
draft, if our recommendations as to the inclusion of the general principle is accepted; or 
if not, then the current clause 3 should be clause 1 of any new draft Bill. This is because 
it better reflects the positive nature of the Bill’s purpose and will increase confidence in 
the operation of this legislation. 


68. We see the need for recognising the issue of ‘general incapacity in the draft Bill in a 
way that will not undermine the primacy of the functional approach and have 
recommended accordingly. We endorse the criteria of capacity set out in Clause 2 of the 
draft Bill for assessing whether a person is unable to make a decision and therefore 
lacks capacity. But we recommend that consideration be given to recognising the issue 
of “general incapacity in the draft Bill in a way that will not undermine the primacy of 
the functional approach. 


69. The draft Bill states in clause 1(1) that ‘a person lacks capacity in relation to a matter if 
at the material time he is unable to make a decision for himself in relation to the matter in 
question because of an impairment of or a disturbance in the functioning of the mind or 
brain. In 1(2) it states that it does not matter whether the impairment or disturbance is 
permanent or temporary. In clauses 2(1) (a) to (d) the Bill sets out the conditions that need 
to be satisfied to determine that a person is unable to make a decision for himself. Clauses 2 
(2 to 5) sets out certain other provisos that must be considered. 


70. We recommend that the Codes of Practice should state clearly that all relevant 
parties must use appropriate strategies to maximise the chance that persons will have 
the capacity to make decisions. This might include using specific communication 
strategies, providing information in more accessible form, or treating an underlying 
mental disorder to enable a person to regain capacity. 


71. We received no evidence critical of the basic criteria for determining incapacity. There 
was broad support for the concept that evidence of impairment in mental functioning had 
to be accompanied by evidence of incapacity. We endorse the functional approach to the 
determination of incapacity and the need to demonstrate ‘an impairment of or a 
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disturbance in the functioning of the mind or brain in asserting whether a person’s 
capacity is temporary or permanent. We do not see the need to distinguish in the Bill 
between the temporary or potentially permanent nature of incapacity. 


72. Our witnesses generally accepted that, as stated in clause 2(2), people may make 
decisions seen by others as unwise but that in itself should not determine incapacity. 
People should be allowed to take risks. But some witnesses expressed concern about the 
apparently capable person who repeatedly made unwise decisions, particularly where such 
decisions might lead to neglect or suffering.°*? Others pointed out that apparently capable 
but vulnerable people were be easily susceptible to undue influence.*? The importance of 
taking ‘all practical steps to help a person make a decision’ was also emphasised.” 


73. The Making Decisions Alliance argued that capacity was rarely entirely present or 
entirely absent and they were concerned that insufficient time or effort might be spent 
seeking alternative ways of imparting information or communicating with people who 
might then have capacity. They emphasised that decision-making should be seen as part of 
a process and that interventions, such as support with communication and the provision of 
accessible information, were essential.*° With respect to clause 1(2) the Law Society in their 
evidence drew a distinction between those disorders that might lead to temporary or more 
permanent incapacity.” 


74. We heard evidence from user organisations representing people with learning 
disabilities that the powers in the draft Bill might be used to restrict their freedoms and 
opportunities against the principles laid out in the Government White Paper “Valuing 
People’. They feared that incapacity would all too readily be assumed, enabling a family 
member or carer to over-rule those lacking capacity.” 


75. Values into Action argued that a cursory and unchallenged determination of incapacity 
would too readily lead into the use of the General Authority. They stressed that people with 
learning disabilities could invariably contribute to the decision-making process providing 
time and support was available to them.”* 


76. We recommend that the Codes of Practice should set out clearly the need for 
evidence on both ‘ impairment of or disturbance in mental functioning’ and of lack of 
capacity, as defined in the draft Bill, and the appropriate means of determining that 
evidence in the best interests of the person concerned so that the criteria against which 
an appeal might be judged are transparent. 


77. We recommend that the Codes of Practice should make clear that those acting 
under the General Authority or an LPA must appreciate the concept of 
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capacity/incapacity and be fully aware of the responsibilities thus placed on them when 
carrying out or assisting decision-making on behalf of any person who is considered 
incapacitated. While it would be unreasonable to expect all those acting under the 
General Authority to have the necessary knowledge to determine that person’s capacity 
to make any given decision, it reasonable to expect them to take appropriate advice and 
have appropriate people to assist them where necessary. The Codes of Practice must set 
out a framework on these matters which is readily understandable to lay persons. 


78. We considered carefully the dilemma created when a person with apparent capacity 
was making repeatedly unwise decisions that put him/her at risk or resulted in 
preventable suffering or disadvantage. We recognise that the possibility of over-riding 
such decisions would be seen as unacceptable to many user groups. Nevertheless, we 
suggest that such a situation might trigger the need for a formal assessment of capacity 
and recommend that the Codes of Practice should include guidance on: 


e whether reasonable doubt about capacity and the potentially serious 
consequences of not intervening indicated the need for an appropriate second 
opinion; 


e circumstances in which the statutory authorities should be responsible for 
providing a level of support as a safeguard against abuse; and 


e where there was genuine uncertainty as to capacity and an urgent decision was 
required to prevent suffering or to save life, the benefit of doubt would be 
exercised to act in that person’s best interests in relation to any assessment of 


capacity. 


7 Chapter 7: (Clause 4) Best interests 





The concept of “be 


79. Clause 4 of the draft Bill seeks to establish the common-law principle that any act done 
for, or any decision made on behalf of a person who lacks capacity must be in the person’s 
“best interests”. This principle has become well-established and developed by the courts in 
cases relating to incapacitated adults. Under the draft Bill, eu nth to do a act or make 
the decision in sib ibiae must first be assessed and Cl. nly comes into | 






asta e person lack: city. It then sets out a Bentbes of basic 
common factors to which ‘ und must Be had” in all situations when determining what is 
in an incapacitated person’s best interests. 


80. The submissions received by the Committee have broadly supported the view that the 
factors listed in Clause 4 are indeed particularly relevant and important in guiding 
decision-making on behalf of people lacking capacity to make their own decisions. 
However, some witnesses” objected to the term “best interests” itself, sharing the views 
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expressed by the Scottish Law Commission®™ that the conc eS rests is t 

and, since it was developed in the context of child law, too Piste late to be applied to 
adults. The Making Decisions Alliance*', while supporting a best interests approach, was 
concerned that the principle of best interests had been developed primarily in case law 
concerned with the provision of medical treatment” and the term was therefore too often 
linked to clinical and healthcare considerations which may not be relevant in relation to 
other types of decisions. 


81. We have already expressed the view that greater clarity could be achieved by setting 
out, at the start of the Bill, a statement of general principles to govern all actions and 
decisions taken under the new legislation (see paragraph 3, Chapter 3). Some witnesses, 
including the Law Society of Scotland® supported by the Law Society of England and 
Wales”, expressed the view that clearly stated principles such as those set out in Section 1 
of the Adults with Incapacity (Scotland) Act 2000 (AWI Act) should include all the factors 
involved in determining best interests and would therefore replace the need for the term 
itself and the definition contained in Clause 4. 


82. However, other witnesses believe that where a person is incapable of making his/her 
own decision, “the only viable approach is a best interests approach”.® We heard evidence 
that the concept of best interests has been usefully developed by the courts and that its 
inclusion in statute would assist in promoting awareness and good practice, thereby 
ensuring some consistency in approach.® Indeed, many submissions appear to support this 
view, although several commentators have suggested ways in which the definition could be 
improved or the scope of best interests could be extended (see paragraph 84 below), in 
particular to emphasise the need to identify the issues most relevant to the individual who 
lacks capacity (as opposed to the decision-maker or other persons) and the particular 
circumstances relating to the decision in question. 


83. We take the view that the general principles set out at the start of the Bill should 
confirm that any act done for, or any decision made on behalf of a person who lacks 
capacity must be in the person’s “best interests”, and agree that statutory guidance on 
determining best interests should be included in the Bill. 


The definition and scope of best interests 


84. In its report on Mental Incapacity, the Law Commission acknowledged that “no 
statutory guidance could offer an exhaustive account of what is in a person’s best interests, 
the intention being that the individual person and his or her individual circumstances 
should always determine the result”.®’ Instead, it recommended that statute should set out 
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a checklist of common factors which must always be taken into account. The checklist set 
out in Clause 4 is therefore intended to be the minimum necessary in any determination of 
best interests. 


85. We agree that no list of ‘best interest’ factors can ever be comprehensive or 
applicable in all situations. We therefore endorse the approach recommended by the 
Law Commission that a checklist of common factors to be considered in all cases 
should be set out in statute. However, it should be made clearer in the Bill that, in 
addition to these common factors, all other matters relevant to the particular 
incapacitated individual and the particular decision must also be considered. 


86. Several submissions suggested various ways in which the statutory checklist could be 
improved. A number of suggestions are considered below: 


Benefit 


Several witnesses suggested that the concept of “benefit” contained in the Scottish AWI 
Act would be a helpful addition to the best interests checklist.** The AWI Act stipulates 
that “There shall be no intervention ... unless that intervention will benefit the adult and 
that such benefit cannot reasonably be achieved without the intervention.”” The term 
“benefit” is not defined, but guidance suggests that the intervener must weigh the 
intervention against the benefit to the incapable adult - the more serious the 
intervention, the greater the benefit that should have to result from it. The advantage of 
this requirement is that it places the focus firmly on the incapable adult and gives 
priority to his/her needs, which is an important consideration when the formal 
interventions available under the AWI Act are invoked. The disadvantage is that, if 
applied too rigidly, it may not allow consideration of other relevant factors (such as 
those affecting carers) which may be an important consideration in meeting the person’s. 
needs or addressing their particular circumstances. This is a key consideration already 
applied by the courts.” In the context of the comprehensive decision-making 
framework created under the draft Bill, we concluded that the concept of benefit may 
be too prescriptive if added to the checklist. 


Best ‘personal’ interests 


87. The Making Decisions Alliance’! invited us to consider a proposal originally put 
forward by the Law Society”, to adopt the phrase ‘best personal interests’ in order to stress 
that priority should be given to identifying those issues relevant to the incapacitated 
individual, and what s/he would have wanted to achieve, rather than to the decision-maker 
or other person. We are pleased that in correspondence with the Chairman, Lord Filkin 
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has confirmed that “Our intention is precisely to give primacy to the personal interests of 
the individual. ... This is, perhaps, something that could be made more explicit in a 
statement of principles at the head of the legislation”.”’ Given that Clause 4(1) already 
requires that any act must be done or decision made “in the person’s best interests”, we 
concluded that the addition of the word personal to best interests would not provide 
any better clarification and indeed might cause confusion. 


Primacy of interests 


88. One way of focusing on the needs and wishes of the incapacitated person might be to 
prioritise the best interests checklist or to weight particular factors, for example by giving 
primary (or paramount) consideration to the individual’s subjective wishes and 
judgements where these could be ascertained. We received conflicting evidence on this 
issue. Organisations and self-advocacy groups of people with learning difficulties” clearly 
felt that their views would not be given sufficient weight under the Bill’s provisions as 
currently drafted. However, other witnesses felt that any weighting would make it 
impossible to balance the need to promote autonomy of the individual with the need to 
provide protection and appropriate care. In particular, witnesses with particular concerns 
about end-of-life decisions felt that medical or clinical need directed to preserving life and 
promoting good health should take priority.” Carers UK felt a distinction should be drawn 
between family and paid carers and the views of family carers be given priority over paid 
carers and professionals’® while Care UK, an independent provider of heath and social care 
services, suggested that best interests should be specifically linked to maintaining 
independence, which would enable care professionals seeking to maximise opportunities 
for developing independence to override the wishes of over-protective parents or relatives 
of people lacking capacity.” 


89. We acknowledge that consideration of best interests requires flexibility, by allowing 
and encouraging the person to be involved to the fullest possible extent but also enabling 
the decision-maker to take account of a variety of circumstances, views and attitudes which 
may have a bearing on the decision in question. This flexibility is particularly important in 
cases of partial or fluctuating capacity. Determining best interests is a judgement, requiring 
consideration of what will often be conflicting or competing concerns, while seeking to 
achieve a consensus approach to decision-making. We do not recommend any weighting 
or giving priority to the factors involved in determining best interests. It will be 
important for the Codes of Practice to provide guidance on how judgements about best 
interests may be reached, particularly where there are conflicting or competing 
concerns. 
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Values 


90. The Medical Ethics Alliance” suggested to us that the factor involving the need to 
consider the incapacitated person’s “past and present wishes and feelings” should also 
contain reference to that person’s values. Others” suggested that specific reference should 
be made to social, psychological, cultural, spiritual and religious issues. It is anticipated that 
the need to consider a wide range of issues, in particular religious and cultural concerns, 
will be spelt out in the Codes of Practice. We seek reassurance that the form of words 
used in the Bill will require a person’s values to be given due weight. 


Human rights 


91. Professor John Williams has suggested that the term “best interests” could be replaced 
with “in the interests of promoting the human rights of the person concerned” in order to 
require decision-makers to carry out a “human rights calculation”, for example in 
considering the person’s right to a private life versus the right not to be subjected to 
inhuman or degrading treatment. Any public authorities (or their employees) carrying out 
duties or exercising powers under the new Act will in any event have to ensure they act in 
compliance with the Human Rights Act 1998. We considered it would be too onerous on 
relatives, carers and other informal decision-makers to require an understanding of 
human rights legislation when determining best interests. The Codes of Practice and 
any Departmental guidance issued to the general public should explain the relevant 
human rights considerations. 


Consultation with others 


92. Both the AWI Act and the draft Bill indicate the need to consult with other relevant 
people and the groups specified are similar, with the exception that the Bill has no 
equivalent of “nearest relative” and allows the person concerned to nominate people to be 
consulted. The AWI Act does not specify the type of views of others which must be taken 
account of, while the draft Bill limits the consultation with others to obtaining views on the 
past and present wishes and feelings of the person and what factors that person might have 
taken into consideration if able to do so. The Law Commission had pierce that 
Paterna | ers should also be able to express a view as to W Jnashacatis 






y the Government in. ed ae it has not pheenene 
; I. earl submissions stressed the need for families, civil 
partners and carers to re fully consulted and involved in decisions about best interests.** 

We consider that specific provision should be made to confirm that consultation with 
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people close to the incapacitated person will include consideration of their views on 
what is likely to be in that person’s best interests. In advance of the legislation 
anticipated on the status of civil partners we would expect the expression ‘people close 
to’ to include civil partners. 


What is required of the decision-maker? 


93. In addition to the requirement to show benefit, the AWI Act also requires any 
intervention to be the least restrictive option in relation to the freedom of the adult, and 
that “account shall be taken of? the views of the adult and of relevant others. The draft Bill 
uses the weaker formulation “have regard to” the various factors in the checklist, following 
the conclusion reached by the Law Commission that any more forceful form of words 
could become over-prescriptive and detract from “best interests” as the pre-eminent 
consideration.™ 


94. A number of submissions® indicated that the Bill, as currently drafted, was more a 
charter for carers and other decision-makers rather than protecting the interests of people 
lacking capacity. The need to make decision-makers more accountable for their actions 
would seem to indicate the need for a stronger form of words specifying more clearly their 
duties in relation to determining best interests. We recommend that the drafting of 
Clause 4 be amended to impose a requirement on decision-makers to seek the least 
restrictive option, and to specify that, in determining best interests, account must be 
taken of all the factors set out in the checklist. 


Least restrictive option 


95. We were impressed with that part of the AWI Act principles which confirms that 
intervention into the affairs of an incapacitated person should only be contemplated where 
it is absolutely necessary and the purpose for which that intervention is needed cannot be 
achieved in any other way.*° The need for an equivalent ‘no-intervention’ provision in the 
Bill was expressed by the Law Society and other witnesses.*” In deciding whether 
permission should be granted to refer a case to the Court of Protection, Clause 40(3) of the 
draft Bill would require the court to consider the benefit to the person of the proposed 
order or directions, and whether the benefit can be achieved in any other way than court 
intervention. 


96. In relation to all decisions made on behalf of a person lacking capacity, both the AWI 
Act and the draft Bill®® specify the need to choose the option that is least restrictive of the 
person’s freedom of action. We take the view that a requirement on decision-makers to 
seek the least restrictive option would involve having to consider whether any 
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intervention at all was necessary. We therefore see no need for a specific “no 
intervention” provision other than in relation to court proceedings. 


Standard of conduct / Duty of care 


97. The Master of the Court of Protection suggested that there are inadequacies in the 
approaches of both the AWI Act and the draft Bill, in that neither places sufficient 
obligations and duties on substitute decision-makers.” Instead of imposing a duty to act in 
a person’s best interests, the Master has suggested that: 


“there should be a comprehensive statement of the standard of conduct required of 
everyone who acts or makes decisions on behalf of Perens without capacity, and if 
their behaviour falls below those standards it should be possible for the court to 
emove th mn puties, or as the case may be, and if their conduct is 
retell ee redid ae the prospect and consequences of prosecution”.”° 





98. The Master suggested a number of specific obligations and duties which should be set 
out in any such standard of conduct.*' We agree that it would be appropriate to impose a 
standard of conduct on formal decision-makers appointed under a Lasting Power of 
Attorney or a court order. We strongly recommend that the requirements of a standard 
of conduct be included in the Codes of Practice aimed at those exercising formal 
powers under the Bill. We also recommend that the Department should issue clearly 
understandable guidance to informal decision-makers on the standards of conduct 
expected. 


99. Witnesses before the Committee”* were unclear as to whether decision-makers acting 
under the Bill’s powers would be subject to a common law duty of care. We seek 
reassurance that a common law duty of care would apply to all decision-makers under 
the Bill and ask that consideration be given to imposing a duty of care through express 
statutory provision. Here, too, the Department will need to issue guidance to informal 
decision-makers on the expected standards of conduct. 


Reasonable belief 


100. The need to determine and act in accordance with the incapacitated person’s best 
interests will apply in relation to all decisions made under the new Act, extending from 
informal decisions to court based powers. Where there is a need for court intervention, the 
Court will clearly require formally documented evidence that the person lacks capacity to 
make the decision in question and will consider evidence from a range of sources as to 
what course of action might be in the person’s best interests. However, in many day-to-day 
situations, such formality is neither required nor appropriate and in emergency cases may 
not be possible. Clause 4(4) is intended to deal with these types of situations by confirming 
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that the requirement to act in a person’s best interests will be complied with if the decision- 
maker “reasonably believes that what he does or decides is in the best interests of the 
person concerned”. 


101. We heard evidence” that while the notion of “reasonableness” may be familiar to 
lawyers, it is not so familiar to other decision-makers who might disregard the best 
interests checklist and justify their actions from their own subjective viewpoint of what is 
reasonable. 


102. The Making Decisions Alliance™* suggested that a decision-maker should be required, 
“on the basis of objective evidence”, to show that his/her belief that s/he was acting in the 
person’s best interests was in fact reasonable. The Law Society pointed out that there is 
much case law on the issue of reasonableness and argued that “whether the reasonableness 
here is an objective or a subjective test should be made clear on the face of the Bill." In 
oral evidence, the Law Society”® suggested that a similar formulation of words to that used 
in the Disability Discrimination Act 1995” might be the most appropriate. This would 
state that best interests would be complied with if, in the decision-maker’s opinion, what 
s/he does or decides is in the person’s best interests and it is reasonable in all the 
circumstances of the case for the decision-maker to hold that opinion. We are sympathetic 
to the need for compatibility between different legislation affecting similar groups of 
people, such as those lacking capacity. Lord Filkin has confirmed to us that “This must be 
an objective belief’.”* We recommend that the Codes of Practice should explain more 
clearly the circumstances in which reasonable belief should be relied upon. 


8 Chapter 8: (Clauses 6-7) The General 
Authority 


103. The draft Bill follows the recommendation of the Law Commission that future 
legislation on mental incapacity should include a ‘general authority to act reasonably.” For 
the large number of people who would be unlikely to have made provision for their 
incapacity through the formal mechanisms proposed in the Bill (advance decisions or 
LPAs), the operational reality of the general authority is likely to be crucial. The intention 
of providing a ‘general authority would be to clarify the circumstances in which actions 
and decisions could be taken on behalf of adults who lack capacity without obtaining 
formal powers, and to include such ‘informal’ decision-making within the statutory 
framework set out in the Bill.’ We support this objective, but we are uncertain whether 
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the general authority, as currently drafted, provides sufficient protection to people lacking 
capacity. 


The rationale behind creating a ‘general authority’ 


104. It is the right of competent adults to make decisions concerning their own lives. Such 
decisions might include where to live, what to wear, what to eat, what to spend money on, 
who to be friends with and whether or not to seek and accept medical advice. The decisions 
made by an individual at a particular point in time are likely to be influenced by factors 
relating to that individual and their circumstances. Under our present law, the competence 
of an adult to make a decision cannot be challenged if there is no evidence of any 
impairment or disturbance in their mental functioning. No one else can make decisions on 
behalf of another competent person’™ and to force an alternative, for example by physical 
means, would be an assault. 


105. A person’s mental functioning may be affected by mental or physical illness, a head 
injury or their consumption of alcohol or other drugs. These factors could limit the 
person’s ability to take decisions for themselves. At present, guidance on who should 
undertake decisions or actions on behalf of that person is absent from statute. Common 
law has therefore developed to fill the ‘gap’. The case of re F'” confirmed that where an 
action taken on behalf of an individual who lacked the capacity to consent to that action 
was necessary, reasonable and in their best interests, that (otherwise unlawful) action could 
be judged lawful under the ‘principle of necessity. The principle of necessity is not 
equivalent to having consent but constitutes a defence if an action is subsequently 


challenged. 


doctor ore ye examines and Pune: operates on an uncon 





106. Despite the existence of the principle of necessity, the Law Commission report 
identified uncertainties in the present law regarding informal substituted decision 
making.'°> Much of the evidence we received also made clear that the law regarding 
informal substituted decision making is not widely understood.’ The Making Decisions 
Alliance for example, told us: 





101 Other than in specific situations where the person has previously authorised it, for example in setting up a joint bank 
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“,..many organisations representing carers have been concerned that they are unsure 
about how to make decisions which represent the views of people who lack capacity 
and they want clarity about what day-to-day decisions they can make without going 
to the courts for formal authorisation, so the general authority is positive in the sense 
that it will dispel the doubts and confusion from carers about what they can do.”’® 


107. We heard evidence that reliance on the common law is not an adequate alternative to 
legislation in this area, not least to ensure compliance with the Human Rights Act.’ The 
present common law approach does not provide adequate protection for those providing 
support to individuals who lack capacity. The absence of statute has meant that there has 
been no formal guidance on informal substituted decision making, as would be provided 
by a Codes of Practice. Nor are the duties and responsibilities of those making decisions on 
behalf of others immediately apparent. Furthermore in the absence of any ready means of 
appeal, the rights of people who lack capacity are not adequately protected.'’” By creating a 
general authority, the draft Bill codifies in statute what has become practice under 
common law, incorporating the principle of respect for the autonomy of a capable person. 
The intention is to clarify the circumstances in which actions and decisions can be taken on 
behalf of adults who lack capacity without obtaining formal authorisation, while holding 
decision-makers accountable for their actions. It is not intended that the general authority 
would convey any new or additional powers on anyone acting on behalf of an incapacitated 
person that they would not already have under existing statute or the common law. Thus, 
under the general authority it would be lawful for a person to act for someone who lacks 
capacity where in all the circumstances it is reasonable for the person to take that particular 
action and the act is in the incapacitated person’s best interests. 


A doctor wishing to examine someone would first be expected to determine the person's 
capacity to consent to examination. If the person lacked capacity to consent then the 
doctor could lawfully examine them if it was reasonable and in that person’s best interest to 
do so. As is currently the case, no one else has the right to consent to medical treatment on 
behalf of the incapacitated person but the ‘general authority would provide the legal 


authorisation for the doctor to carry out the examination in the absence of consent. 


A carer in a group home regularly goes shopping with Mr G., a man with learning 
disabilities. Mr G likes to look after his own money but sometimes gets into arguments - 
over how much he needs to give to the shop keeper. He can recognise coins but he is 
uncertain how that relates to the price of the goods and he also becomes very confused over 
change. He has been known to give away more money than he should and also to argue 
because the shop keeper requires more to fully pay for the goods. His carer is uncertain 
how to resolve this dilemma. Given that it is clear on assessment that Mr G lacks the 
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capacity to make such financial decisions the general authority would allow the carer to 
ensure that the proper price was paid for the goods providing it was in Mr G's best 
interests. In deciding what was in his best interests the carer would have to take due note of 
the fact that Mr G wished to buy the goods in question and to work with Mr G so that he 
felt involved in the transaction. As set out in the Codes of Practice any intervention should 
be the least restrictive and the most enabling. Mr G should hold his own money and be 
supported in the choosing and budgeting process. The carer would also be enabled through 
the General Authority to ensure that Mr G was not taken advantage of or inappropriately 
refused to pay. 


Mrs R is caring for her husband who has Alzheimer's disease. He has become increasingly 
confused and forgetful. He is neglecting himself and can be at risk as he wanders at night 
and walks out of the house saying he is going to work. He sometimes goes for respite care 
_at a Local Authority run rest home. His level of confusion varies but he is often uncertain 
where he is or who members of his family are. His wife and family have to provide for most 
of his day to day needs and sometimes they have to stop him leaving the house for his own 
safety. Such actions are acceptable under the General Authority as it is clear that Mr R has 
lost the capacity to make these day to day decisions for himself due to the presence of 
Alzheimer's disease, and it is in his best interests that his basic needs are met and that he is 
prevented from wandering out of the house unaccompanied. The Codes of Practice 
_ provides guidance for the family and also to the Local Authority home staff who need to 
balance respect for his wishes, as far as they can be ascertained, with their duty to care for 
him in manner that is the least restrictive and most respective of his and his family’s 
wishes. 


108. We are convinced that the present situation regarding informal substituted decision 
making would benefit from clarification, but very few witnesses expressed unqualified 
support for the general authority as a means to achieve this goal. We have heard evidence 
of a wide range of concerns regarding the provision which we discuss in more detail below. 


Concerns arising from drafting and terminology 


109. A number of the concerns which have been brought to our attention seem to be 
premised on a misunderstanding of the general authority as it is set out in the draft Bill. 
The extent of the misunderstandings apparent in the evidence we have received suggests 
that the drafting of this provision is not sufficiently clear. Many interested parties appear to 
be under the erroneous impression that the general authority would be assumed by a single 
individual who would then take all decisions on behalf of an incapacitated individual.'°* In 
fact the general authority is for the relevant person, in the context of a specific decision or 
action, at a particular point in time, so long as it is reasonable for that person to act. Others 
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have suggested that the general authority may be used by carers to justify taking decisions 
for which they would otherwise need formal authorisation.’” In fact the general authority 
is not intended to convey any new powers on anyone but rather to clarify the uncertain 
principle of ‘necessity’.''° 

110. We have come to the conclusion that the term ‘general authority’ itself has 
contributed to the misinterpretations apparent within the evidence we have received. The 
word ‘authority’ implies an imposition of decision making upon an incapacitated 
individual rather than an enabling process designed to enact decisions taken in their best 
interests. This may have contributed to perceptions of the general authority as likely to 
promote ‘overpaternalistic attitudes’''’ towards incapacitated individuals. We are 
convinced that semantic issues are important in affecting public perceptions of the draft 
Bill as well as in determining legal interpretations of the provisions it contains. 


111. We recommend that clauses 6 and 7 be redrafted to clarify the legislative intent of 
the general authority, in order to counter what appear to be widespread 
misunderstandings of the concept and its purpose. It might also be helpful for the 
Department to consider an alternative to the term ‘general authority’ which would 
avoid its misleading connotations and clarify that it is intended to convey permission to 
act in the incapacitated person’s best interests in circumstances currently covered by 
the Common Law. 


112. Clause 6(1) permits the general authority to be relied upon by anyone ‘providing any 
form of care for another person’. Several witnesses expressed concern that the Bill provides 
no definition of what such ‘care’ would entail.''* The need to define the term ‘care’ is 
particularly relevant to the circumstances of day-to-day decisions taken (under the general 
authority), especially by informal carers or other non-professionals. We recommend that 
the Department should clarify the term ‘care’ in clause 6 (1) and in any guidance given 
under the Codes of Practice. 


113. In addition, we recommend that a sustained and comprehensive training 
programme for professionals, and a public information campaign for informal carers 
should be implemented, in order to provide these groups with an accurate 
understanding of the general authority.'’ 


114. We feel however, that even if the drafting and terminology of the general authority 
was clarified, a number of substantive areas of concern would remain. These areas of 
concern (discussed below) include: 


e Best interests 


e Reasonable belief 
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e The scope of the general authority 
e The adequacy of safeguards 

e Further exclusions 

e Dispute resolution mechanisms 


e Use of force 


Best interests 


115. We have already made a number of general recommendations about the formulation 
of the concept of best interests in clause 4 (chapter 7). Under clause 6(6), any decision or 
act taken under the general authority must be in the best interests of the incapacitated 
individual. We heard evidence that the concept of best interests was not given sufficient 
priority within the clause.''* We recommend that in re-drafting clause 6 the Department 
should emphasise the over-riding importance of the best interests of the person 
concerned, as defined in clause 4. 


116. Organisations and self-advocacy groups of people with learning difficulties told us 
they are concerned that the general authority would prioritise the protection of carers over 
the best interests of incapacitated individuals.''* Witnesses from the Association of 
Directors of Social Services described the general authority as a ‘carer’s charter’ which 
could reverse the progress made in person-centred planning in recent years.'!® We are of 
the opinion that the intent of this Bill is to ensure that all those with impairments in mental 
function that might affect decision-making capacity have the right to make those decisions 
that they have the capacity to make and to have those decisions respected. In the case of 
those decisions and situations where such capacity is lacking, the person concerned should 
be involved, as far as it is possible, in helping to determine the outcome of any decisions 
made by others, so as to ensure that it is in their own best interests and that it gives due 
respect to any wishes they have expressed in the present or the past. We are concerned 
that the provision of the general authority should not undermine the ‘enabling’ ethos of 
the draft Bill. 


Reasonable belief 


117. As discussed in paragraphs 100-102 above, the notion that decisions and actions may 
be undertaken under a standard of ‘reasonable belief has caused considerable concern.'”’ 
Clause 6(1) states that the general authority may be exercised by a person who ‘reasonably 
believes’ that an individual lacks capacity in relation to a specific decision. Although 
‘reasonableness’ is a commonly used legal concept, we heard evidence of concerns that the 
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concept might be misunderstood by lay persons acting under the draft Bill.’ We 
recommend that a reasonable belief should be objectively held. 


The scope of the general authority 


118. We share the concern expressed by many of our witnesses at the lack of guidance on 
the face of the Bill as to the full scope of the general authority.''? From the examples given 
in the ‘Commentary and Explanatory notes’ accompanying the Bill'”° it seems that the two 
key factors determining whether an act or decision would be reasonable under the general 
authority are its significance and the length of time in which it must be undertaken.!?! 
Where a decision is of relatively low significance (deciding what to wear or what to have 
for breakfast) it would be reasonable for it to be taken under the general authority 
providing there was a reasonable belief that the person lacked the capacity to make the 
decision and the decision was in their best interests. Such a decision could reasonably be 
taken however long was available for it to be undertaken. Where a decision is of more 
significance (where to live or whether to undergova medical procedure), the time available 
for the decision to be undertaken becomes relevant. Significant decisions may only be 
taken under the general authority if there is insufficient time to seek formal decision- 
making authority. Thus for example, a doctor who amputated a limb from a temporarily 
incapacitated individual in order to save their life could retrospectively claim to have acted 
under the general authority. 


119. We strongly recommend a redrafting of the clauses concerning the general 
authority in order to clarify that its use is intended to be limited to day-to-day decision- 
making and emergency situations. 


120. The lack of guidance on the face of the Bill makes it very difficult to determine where 
the boundaries fall between the general authority and the formal powers provided within 
the Bill. As the Making Decisions Alliance told us, 


“with the general authority being so broad, we do not really see many situations 
where a family or carer would feel the need to become a deputy. That is a problem 


which again is a reason why the general authority needs to be more 


circumscribed.”!”? 


121. We heard evidence that the general authority would be open to significant misuse if 
the concept and its scope were not better defined.'”? Many of the concerns centred around 
the potential financial abuse of incapacitated individuals.'* It was suggested that such 
abuse could be limited by restricting the amount of money which could be used or invested 
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on behalf of an incapacitated individual and, for example, excluding the sale of their 
property'® (see para 129 for our recommendations on exclusions from the general 


authority). 


122. The question of the scope of the general authority is complicated by the fact that the 
same decision might be more significant for one individual than for another. Where an 
individual is only capable of making relatively simple choices, these decisions take on 
proportionally more significance for that individual. Witnesses from self-advocacy 
organisations of people with learning difficulties told us that, 


“The general authority to act is open to abuse. Paid carers and relatives could say that 
we cannot make a choice because it is what is best for them rather than best for 
people with learning difficulties... Our members have told us about their relatives 
and paid carers bossing them about, this shows it is unwise to put our faith in these 
people to really allow us to make our own choices.”!6 


123. Under the general authority it would be relatively easy for someone to take ‘day to 
day’ decisions on behalf of an incapacitated individual who in fact could have made these 
decisions with proper support.'” We recommend that the Codes of Practice relating to 
the general authority should include a specific reminder that all practicable steps must 
be taken to help an incapacitated person contribute towards the process of every 
decision made on their behalf, however minor. 


The adequacy of safeguards 


124. The general authority aims to provide a framework for informal substituted decision- 
making together with the associated safeguards that balance the rights and needs of 
people with incapacity. In the evidence we received however, concerns about the poorly 
defined scope of the general authority were accompanied by calls to increase the safeguards 
surrounding the provision, which was described variously as an ‘startling proposition’,'** 
‘carte blanche”? and ‘almost a blank cheque’.'° Mr. Clements of the Law Society of 
England and Wales told us, 


“The Law Society has always welcomed the general authority on the basis that there 
would also be a public law anti-abuse provision and we are now being asked to look 
at a Bill which has one without the other and we are not surprised that a number of 
organisations are concerned because it appears slightly lopsided.”'*! 
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Mr. Ward of the Law Society of Scotland told us he was ‘pretty sure’ that if the general 
authority were to be introduced as it stands, 


“you would have lots of litigation for at least a decade... In some ways if there was 
not lots of litigation I would be even more worried because people would just be 
going ahead and using the general authority in all sorts of situations, appropriate or 
inappropriate, without challenge.”'” 


125. It was felt that it would not be easy for individuals acting under the general authority 
to be held accountable for their actions.'? Various witnesses proposed ways of remedying 
this situation. The Making Decisions Alliance suggested that there should be a requirement 
for the general authority to be ‘triggered’ as part of a case conference or review discussion, 
but this proposal seems to misunderstand the nature of the general authority (see 
paragraphs 109-111 above). The Association of Directors of Social Services suggested that 
local authorities should have stronger powers, or even a statutory duty, to intervene in 
cases where there was concern over actions taken under the general authority.’** Other 
witnesses suggested that individuals undertaking actions under the general authority 
should be required to keep records of their actions.'*? Professor Williams for example, 
suggested a requirement to keep simple pro forma accounts could be placed upon those 
acting under the general authority.'*° It seems to us that such a requirement would be 
overly bureaucratic for carers engaged in the day-to-day care of incapacitated individuals. 
It is also difficult to see how such requirements could be enforced without the introduction 
of a formal system of monitoring. We conclude that the Codes of Practice accompanying 
the draft Bill should emphasise that all persons undertaking actions or decisions under 
the general authority must be aware that they may subsequently be called upon to 
justify their actions. They should therefore maintain sufficient records in order to be 
able to show that their actions were reasonable and in the best interests of the person in 
question. 


126. The Law Commission’s recommendations included detailed proposals for the 
independent supervision of medical and research procedures involving people lacking 
capacity.'” For example, it was proposed that a second opinion should be required for 
specified serious or controversial treatment decisions (for example abortion), in a similar 
manner to the requirements under the Mental Health Act.'** Responding to this proposal, 
Lord Filkin told us, 


“The Code of practice will give detailed guidance on the circumstances where a 
doctor or other health professional should obtain a second opinion. However, I don’t 
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think that an actual requirement for this to happen in certain circumstances would 
be either achievable or desirable on the face of the Bill itself.”!°° 


127. We disagree with Lord Filkin’s assessment. We recommend that consideration be 
given to imposing a statutory requirement for an independent second medical opinion 
to be sought in relation to the need for serious or invasive forms of medical treatment. 


Furthermore we conclude that greater availability of advocacy services would provide a 
counter to the potential for an excessive or inappropriate use of the general authority '° 


Further exclusions 


128. Some witnesses felt there were other kinds of decision which should be included 
amongst the excluded decisions set out in clauses 26-29. The Making Decisions Alliance 
expressed concern about the range of medical treatment decisions which could be taken 
under the general authority.'*' The Adults with Incapacity (Scotland) Act 2000 requires a 
formal procedure whereby a Certificate of Incapacity has to be produced for all medical 
treatment, except in emergencies. Dr. Lyons, a psychiatrist practising in Scotland, told us 
however that this system ‘proved very difficult to work for many reasons’ and advised us 
‘not to go as far down the certification/ documentation road that Scotland has.”!” 


129. We recommend that the Bill makes provision for a Regulation making power to 
enable further specific decisions to be excluded from the general authority and 
therefore always taken to the Court of Protection. This should include: 


e those decisions currently requiring court authorisation such as requests for the 
sterilisation of people lacking the capacity to consent; 


e the withdrawal of artificial nutrition and hydration from patients in a 
persistent vegetative state; 


e any procedure of an experimental kind that might carry significant benefits but 
which also carries significant risks (a situation exemplified by recent attempts 
to treat a person with new variant CJD); and, 


e significant decisions concerning the management of an incapacitated person’s 


financial affairs. 


Dispute resolution mechanisms 


130. As many witnesses pointed out, there is considerable scope for disagreement between 
relevant parties over what actions might be in the best interests of a particular individual.'” 
The draft Bill does not make provision for any form of dispute resolution mechanism save 
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recourse to the Court of Protection. It is clearly not desirable or feasible for all 
disagreements arising under the draft Bill to be resolved in this way.'** We recommend 
that a right to a second opinion in cases of disagreement which have not been resolved 
through discussion be included on the face of the draft Bill. 


131. The Law Society recommended the involvement of mediation services in cases where 
resolution through a court would not be a proportionate response.'*” We accept the value 
of mediation services and would like to see reference in the Codes of Practice 
accompanying the draft Bill to their utility as an alternative mechanism of dispute 
resolution. In situations where strong disagreements remain over what is in a person's 
best interests, the dispute should always be referred to the Court of Protection. 


Use of force 


132. The general authority does not authorise the use of force to secure the doing of an act 
resisted by the person concerned or to restrict that person’s movement except to avert a 
substantial risk of serious harm. It is unclear what is meant by force and what solution 
should be used if, for example, a person is confused and lacks an understanding of what is 
happening and refuses to go to hospital for an investigation the purpose of which is to 
identify the reasons for confusion. Where force or restriction of the person’s movement is 
permitted, the Bill contains no requirement for the risk of serious harm to be immediate, 
which would justify emergency action being taken. The Law Society contends that such 
powers, unless more heavily qualified, may amount to ‘detention’ of the incapacitated 
person in contravention of the Human Rights Act.'*° Witnesses agreed that there could be 
circumstances in which the general authority could be used as a defence in court for what 
many people would regard as an inappropriate use of restraint.” We recommend that 
clause 7 be redrafted to specify that detention can only be justified in a situation of 
urgency (including an emergency) and that the period of detention should be as short 
and least restrictive as possible. 


133. We welcome Lord Filkin’s acknowledgement that the Department needs to look 
again at the way in which the general authority is set out in the draft Bill.'** Unlike the 
Adults with Incapacity (Scotland) Act 2000 the general authority ensures that all 
decisions relating to personal care and health matters are brought within a statutory 
framework. Despite our concerns, we are convinced that with greater clarification of 
the intention and scope and with wider and more rigorous safeguards, the general 
authority would significantly improve the legislative framework for substituted 
decision making in England and Wales. 
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9 Chapter 9: (Clauses 8-13) Lasting Powers 
of Attorney 


134. In 1995, the Law Commission stated that its main policy aim was: 


“,..to encourage people to take for themselves those decisions which they are able to 
take. This should cover “anticipatory” decision-making by people who, knowing or 
fearing that their decision-making faculties may fail, wish to make plans for what is 
to happen at that time.”!” 


135. Currently, the Enduring Powers of Attorney Act 1985 enables an individual (the 
donor) to appoint an attorney to take decisions concerning the management of the donor’s 
property and financial affairs. Under the provisions of the draft Bill, a new system of 
Lasting Powers of Attorney (LPAs) will allow individuals, whilst competent, to appoint a 
donee (or donees) to take decisions should the donor lose capacity in the future. The areas 
of decision-making are extended to include the donor’s personal welfare (including 
healthcare), in addition to property and affairs. Clause 8(1) of the draft Bill provides that 
certain procedural requirements must be fulfilled in order to constitute a valid LPA, which 
then has the effect of conferring authority on the donee to make the types of decisions 
specified in the LPA when the donor no longer has capacity to make those decisions 
himself. 


136. When the donor has capacity, even temporarily, decision-making authority remains 
with the donor. However, except for healthcare decisions, an LPA can operate as an 
ordinary power of attorney, in certain circumstances, when the donor has full mental 
capacity. An LPA will continue to operate after the donor has lost capacity when the donee 
will have the full decision-making powers set out in the LPA document. 


137. The majority of evidence received by the Committee generally welcomed the 
inclusion of LPAs in the draft Bill: 


“One of the major attractions of a Lasting Power of Attorney (LPA) is that it involves 
the Donor, whilst he or she has capacity, in nominating the person they would wish 
to make decisions about personal welfare and property and financial affairs.”!”° 


138. The oral evidence sessions, in particular, revealed dissatisfaction with the present 
system of Enduring Powers of Attorney (EPA). We were very concerned by evidence 
presented to the Committee indicating that financial abuse occurs in approximately 10- 
15% of cases involving EPAs.'*! Further evidence estimated that abuse was as high as 
20%.!? A precise figure for the amount of financial abuse is, however, difficult to calculate 
as it is unclear exactly how many EPAs are in existence since they must only be registered 
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at the point at which the donor is, or is becoming, mentally incapable of managing his own 
affairs. Some concern was expressed that unregistered EPAs were being used to take 
advantage of donors who were beginning to lose capacity or were continuing to be used 
even after the donor had lost capacity. Denzil Lush, the Master of the Court of Protection 
stated in his submission: 


“T don’t believe that, when it published its report on Mental Incapacity in 1995, the 
Law Commission was fully aware of the extent of financial exploitation, particularly 
affecting the elderly mentally infirm. Certainly, the more important surveys on abuse 
have post-dated that report. But, even if it was aware, it failed to address the problem 
by providing adequate, private law safeguards.”'*° 

139. The draft Bill attempts to remedy the situation by requiring an LPA to be executed 
and registered before it can be used,’ thereby reducing the difficulties associated with the 


monitoring of EPAs.'*° 


140. The main differences between EPAs and LPAs are: 


e LPAs will be able to apply to welfare (including healthcare) matters as well as 
finances; 


e different attorneys can be appointed to make different types of decisions; 


e an LPA must include a certificate signed by someone whose qualifications will be 
set out in Regulations confirming the capacity of the donor to make the power; 


e anLPA must be registered with the Public Guardian before it can be used; 


e the Public Guardian must notify the donor, donees and other people named by the 
donor, of an application to register the power; and 


e an LPA can appoint a replacement attorney if the donee originally appointed is 
unable to act for specified reasons. 


141. Although LPAs were seen as an improvement on the present system of EPAs, the 
evidence received by the Committee revealed a recurring theme that clarification of the 
extent of the powers and further safeguards were required in the draft Bill. The Making 
Decisions Alliance (MDA) stressed that a greater understanding of the powers under LPA 
arrangements were needed to emphasise that they were only effective at such times as they 
were active, namely when the donor lacked capacity. At other times, the donor would be in 
control of decisions in those areas of life otherwise covered by the relevant LPA, unless the 
donor had chosen to delegate those decisions to his donee. 


142. The draft Bill makes it clear that an LPA relating to personal welfare decisions confers 
authority on the donee to give or refuse consent to medical treatment,'*® but only when the 
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donor lacks capacity to consent for himself.'*’ In addition, decisions concerning the refusal 
of or consent to life-sustaining treatment can only be taken by a donee when the donor 
lacks capacity and where an LPA contains an express provision that the donee is authorised 
to make those decisions.’ The MDA have, however, stated that further clarification is 
needed in relation to other personal welfare decisions'® (for example, decisions about 
where to live) since, by clause 8 of the draft Bill, an LPA can also act as ordinary power of 
attorney in relation to matters concerning both personal welfare and property and affairs. 


143. If a personal welfare LPA is only to be effective when the donor lacks capacity, then it 
is essential that a donee does not take such decisions when there is capacity, unless 
delegated to do so. The conditions for decision-making will be particularly important for 
those who suffer from fluctuating capacity. Donees will be required to make decisions in 
the best interests of the donor, which will include a requirement to permit and encourage 
the donor to participate as fully as possible in the process, and to have regard to the donor’s 
past and present wishes and feelings.'® It will nevertheless be essential that adequate 
guidance and training are in place, especially for donees of LPAs, in order that they are able 
to make the distinction; and for health and social care professionals to understand that the 
creation of a personal welfare LPA does not necessarily confer permanent decision-making 
authority on a donee.'®! 


144. We recommend that the Bill should make clear whether it is intended that 
personal welfare decisions, excluding those relating to medical treatment, may be taken 
when a donor retains capacity. Further, clarification of the extent and limitation of the 
powers, as well as adequate guidance and training for donees, are also strongly 
recommended. 


162 


145. The need for further safeguards was also highlighted by a number of witnesses. 
Particularly, in relation to financial affairs, the Committee were warned that unless further 
safeguards were included in the draft Bill, individuals would be reluctant to create an 
PPA 


146. By clause 9(2), the draft Bill limits who can be appointed as a donee for property and 
affairs by excluding bankrupts. The Committee considered whether excluding other 
groups would provide additional safeguards. However, the evidence we received did not 
support this option: 
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“,...we want more emphasis on reviewing and checks and balances and safeguards 
rather than carte blanche excluding groups of people because I think what we do 
want is people to be able to choose who they want as their LPA.”'™ 


147. Several witnesses, although supporting the right of the individual to choose their own 
donee, agreed that there was a potential for conflict in some cases if the same donee was 
responsible for both financial and welfare matters, particularly if they had a vested interest 
in both areas. 


“T think we are in a situation where the patient needs to have health warnings similar 
to those on the existing enduring powers of attorney to highlight the potential 
conflict and if they make the decision that they want to appoint a spouse, a partner, a 
child or somebody in whom they have an enormous amount of trust to be the person 
to make the decision and they are satisfied in their own mind that when they are able 
to make that decision the individual will not exploit the situation to their own ends, 
then that is the free choice that they will make at that stage.”’® 


“We would be very inclined to advise donors that it would be essential to think very 
carefully if they want a lasting power of attorney to have both a financial and a 
welfare voice on their behalf or appointing two people for the separate roles.” 


“,.. there do need to be regular checks on how that [the LPA] is working and that is 
very much a court of protection/public guardian office role.”'”” 


148. The British Psychological Society commented: 


“Basically some sort of mechanism to ensure further safeguards potentially needs to 
be incorporated in a Codes of Practice.”'® 


149. The Health Minister, Ms. Rosie Winterton acknowledged the need, in some cases, to 
appoint different donees in relation to different affairs: 


“From the health care side it may be that people might want different attorneys for 
different decisions. Somebody that you trust with your finances may not be the same 
as somebody that you wanted to make decisions about your health and welfare.”’” 


150. Whilst we support the intention of the draft Bill to allow individuals the freedom 
to choose their donee(s) when making an LPA, we recommend that further guidance is 
provided to warn donors of the potential for conflict. Furthermore, we recommend the 
inclusion, in Codes of Practice, of an additional safeguard mechanism by which the 
Court of Protection or the Public Guardian could monitor the use of LPAs with a view 
to preventing the abuse and exploitation of a donee's powers. 
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151. We received a number of submissions which queried whether donees acting under an 
LPA would be subject to a common law duty of care. The British Psychological Society 
stated that they would welcome a specific provision in the draft Bill to that effect.!”° The 
Master of the Court of Protection expressed some concern at this omission: 


“If you actually read through that legislation, the only people who are required to act 
reasonably are those under a general authority. That is the only time the word 
“reasonably” arises. Theoretically you do not have that with deputies and LPAs. ...... 
So you could have somebody who is appallingly incompetent in terms of providing 
financial needs and requirements but I am not sure I can get rid of them purely on 
the best interests test as laid out in the Bill.”!”! 


152. The British Psychological Society submitted that the draft Bill: 


“... Should include specific provisions to ensure that recipients of donee powers are 
placed under an obligation to fulfil these duties properly and that a mechanism for 
monitoring donees is established, in order to ensure that individuals who are no 
longer competent to make decisions, are protected from exploitation, abuse and 
neglect.”!” 


153. Further witnesses stressed the need for a greater degree of accountability for donees to 
reduce the potential for abuse.” Suggestions put forward to the Committee included the 
requirement of an audit on the basis of a donor’s annual accounts! or the imposition of a 
greater responsibility on financial institutions to monitor accounts, particularly those of 


old or vulnerable people.’ 


154. We strongly recommend that an express duty of care is incorporated into the draft 
Bill in respect of donees acting under an LPA (and for Court Appointed Deputies). We 
further consider that a greater degree of accountability is required from those groups in 
order to limit the potential for abuse of their powers and therefore, we recommend the 
exploration of effective methods to achieve that end.'” In particular, we recommend 
that specific requirements in the form of a standard of conduct should be included in 
the Codes of Practice, aimed at those exercising formal powers under the draft Bill.’” 


155. One of the significant differences between EPAs and LPAs, as stated above, will be the 
requirement that an LPA should be registered when the power is granted as opposed to 
when the donor loses capacity. This would create a situation where an ordinary power of 
attorney might be created on registration and when the donor still has capacity. The 
potential consequences for personal welfare LPAs were mentioned in paragraphs 142-144 


7° Q336 (Dr Kinderman) 

1 Q51 (Mr Lush) 

72 Ey 120 MIB 1205 

3 Q540 (Professor Williams) 
4 Q338 (Dr Ehlert) 


"75 Q507 (Mr Lush) referring to recommendations in the Consultation Paper on ‘Law and the Elderly’ issued by the Law 
Reform Commission of Ireland 


6 See para 87 
"7 See 13 chapter on Codes of Practice 


above. In relation to financial affairs, a number of groups have expressed concern as to the 
operational difficulties for financial institutions in determining the point at which the 
donor is actually incapable and therefore, it is correct to only deal with the donee.’ 
Although there is a general presumption of capacity throughout the Bill, it is highly 
unlikely that financial institutions will have sufficient expertise to determine whether a 
donor has capacity at any material time. The British Bankers’ Association has urged the 
Committee to leave unaltered the current process for registration of a power of attorney, 
namely when the donor of the power is, or is becoming, mentally incapable.'” However, 
some witnesses commented that the cost might deter individuals from registering LPAs, 
which they might never need to use because they might not lose capacity: 


“,...they think they will leave it and they can register it if ever they do need it, so you 
are back to the old EPA issue about who decides when you lose capacity enough to 
get it registered.”'*° 


156. Under the new system of LPAs, the requirement that a certificate of capacity is 
required on registration’*', would, however, prevent registration if the donor had already 
lost capacity. 


157. We have concluded that the proposed system requiring the registration of LPAs 
before use will assist in monitoring the use of LPAs and detecting possible abuse. 
However, we recommend that donees should be placed under an obligation to notify 
both the donor and the Public Guardian that the donor is, or is becoming 
incapacitated, thereby putting this information on the public record and opening it up 
to challenge. We further recommend that guidance should be provided to assist 
financial institutions to deal with the operational realities of LPAs. 


158. Schedule 1 of the draft Bill contains the requirements for executing LPA instruments. 
The donor of an LPA must state, inter alia, the names of a person or persons he wishes to 
be notified of any application to register the instrument'*’, or that there are no such 
persons.'** The Law Society have expressed concern that “extreme caution should be taken 
where there are no named persons for notification’ as it could be an indication that the 
LPA was not made or registered with the donor’s own free will.’** Although there is a 
requirement that, on registration, an LPA must be accompanied by a certificate from a 
prescribed person as to the capacity of the donor,'® that safeguard would not necessarily 
preclude the presence of duress. Accordingly, the Law Society have recommended that: 
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“An application for registration without persons named for notification should be 
witnessed in the presence of the person who certifies capacity and two other 
persons.”'*° 


159. We believe that the additional safeguard of requiring two additional persons to 
witness the certification of capacity should be included where there are no named 
persons for notification of the registration of an LPA. 


10 Chapter 10: (Clauses 14-22) The Court 
of Protection and Court Appointed 
Deputies 


160. Clauses 14 - 22 make provision for the new Court of Protection to make substitute 
decisions about both financial and welfare matters for an incapacitated person who has not 
previously made an LPA, or to appoint a ‘deputy’ to do so. Details of the new Court of 
Protection, its powers and procedures, are set out in Part 2 of the draft Bill. The proposals 
for court appointed deputies will replace the current system of receiverships and extend 
powers to include welfare and healthcare matters as well as financial and property affairs. 


161. The proposals for the new Court of Protection were recommended by the Law 
Commission in 1995: 


“This jurisdiction will have a number of new distinctive features. It will provide a 
single integrated framework for the making of personal welfare decisions, health care 
decisions and financial decisions. It will provide for both “one-off” orders or, where 
necessary, for the appointment of a “manager” with continuing powers.”'*” 


162.In ‘Making Decisions’ the Government accepted the Law Commission's 
recommendation and commented: 


“Most respondents favoured a single court jurisdiction for all areas of decision- 
making. Although there were some concerns about the Court of Protection's 
perceived lack of accessibility and unsuitability for dealing with emergencies, no 
realistic alternatives were proposed, and a clear majority of respondents supported 
the Court of Protection exercising this jurisdiction.” 


163. The Court will have the power to make declarations as to an individual's capacity, as 
to whether a particular act or omission taken in relation to the individual is lawful and to 
give directions to deputies. In cases where there is no need for on-going decision making 
powers, the Court will be able to make a single order enabling a particular matter to be 
resolved. Such orders can include straightforward decisions (such as the sale of property) 
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as well as major or difficult decisions (including some medical treatment decisions) or 
resolving disputes where people cannot agree (e.g., where an incapacitated person should 
live or who he/she should have contact with). In deciding whether to grant permission for 
an application to be made for court intervention, the Court has to be satisfied that a court 
order or directions will benefit the person lacking capacity and it is not possible to resolve 
the matter without going to Court.'*? Clause 16(3) of the draft Bill provides that the powers 
of the Court to make decisions and to appoint deputies will be subject to the best interest 
checklist in clause 4. 


164. The Committee is concerned that the draft Bill fails to give adequate guidance to the 
Court to determine when it will be in an individual’s best interests to appoint a deputy. We 
recommend that further guidance should be provided to assist the Court of Protection 
in deciding when a single order is more appropriate than the appointment of a deputy. 


165. It is intended that that the Court will have a regional presence and be able to sit at any 
place in England and Wales.’ In connection with its jurisdiction, it will have the same 
‘powers, rights, privileges and authority as the High Court.’’”’ Furthermore, certain groups 
will not require permission to apply to the court.'”* In particular, no permission is required 
for an incapacitated person or someone acting on their behalf. 


166. The proposals for the new Court generated a similar response to that presented by the 
Government in “Making Decisions’. The principle of a unified Court of Protection with the 
powers and a regional presence provided by the draft Bill were strongly welcomed by our 
witnesses.'*? However, there was widespread concern as to whether the Court would be 
accessible to carers and persons lacking capacity'”* and how single orders of the Court 


would be enforced and by whom. 


167. Article 6 of the European Convention on Human Rights'” requires access to a fair 
and impartial judicial hearing for the determination of civil rights and obligations. Lord 
Filkin, the Parliamentary Under-Secretary for State for the Department submitted that it 
would be: 


“easier to go to the Court of Protection than it is to go to the High Court.”'”° 


168. Although resort to the Court is intended to occur only when a benefit to the person 
lacking capacity cannot be achieved in any other way,'” a number of witnesses strongly 
criticised the draft Bill for failing to provide a suitable alternative to the Court, or assistance 
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for people with capacity problems to be able to take up their concerns, such as independent 
advocacy.'”* !°° 


People First submitted: 


“The draft bill does not give people who are having choices made for them a right to 
an independent advocate. If the government were really serious about making sure 
people who find it hard to make choices were in control of their lives, they would be 
making a law giving us a right to independent advocacy.” 


169. This view was supported by the Law Society, who pointed out the difficulties faced by 
people lacking capacity in obtaining legal advice and pursue a case in court.”°! They saw a 
“fundamental role” for advocates in helping incapacitated people to gain access to justice, 
not least by helping them to instruct lawyers if there is no other way of resolving a dispute 
than taking it to court. 


170. On the basis of the evidence, the Committee are of the opinion that the same 
criticisms that were set out in ‘Making Decisions’ four years ago are still relevant to the 
draft Bill, namely ‘a perceived lack of accessibility and unsuitability for dealing with 
emergencies.” We are of the opinion that access to the new Court of Protection could be 
further enhanced for persons lacking capacity. We strongly recommend that further 
consideration is given to the provision of independent advocacy services and other 
means of enabling people lacking capacity to participate as fully as possible in any 
hearing affecting their rights and entitlements. 


171. The issue of court costs was also seen as an essential factor in determining whether the 
Court would be accessible: 


“The MDA welcomes the provision for the Court to make single orders on 
important decisions. However, the MDA would be concerned if the costs of such 
orders were so high that it would act as a disincentive.”*”° 


172. In a paper provided by the Department for Constitutional Affairs on Implementing 
the draft Bill, we were told that there will be provision for “specialist but limited public 
funded legal advice where this is necessary for cases of particular seriousness and 
complexity”.?“ Yet other witnesses expressed the view that: 


“The objectives of this Bill will be wholly undermined without adequate public 
funding”’” 
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173. We seek assurances that public funds will be made available to ensure that the 
Court of Protection is sufficiently accessible for those with limited assets. Furthermore, 
we seek clarification as to the types of cases for which legal aid will be provided to 
mentally incapacitated applicants and alternative remedies for those cases which will 
not qualify. 


174. Clause 19 of the draft Bill provides for the appointment and powers of court 
appointed deputies. Restrictions on those powers are set out on clause 20. Like LPAs a 
deputy’s powers will include making decisions on personal welfare as well as property and 
affairs. The Court will be able to appoint more than one deputy to act on behalf of an 
individual who lacks capacity and the deputies can act jointly or jointly and severally. In 
deciding whether the appointment of a deputy or deputies is in the best interests of an 
individual, the Court must first consider whether a single order will be preferable to the 
appointment and, secondly, if a deputy is to be appointed, the appointment should be as 
limited in scope and duration as possible. 


175. Our inquiry revealed a general consensus that the deputy system was seen as a 
desirable feature of the draft Bill: 


“We acknowledge the need for this set-up should the person be born with impaired 
capacity, or lose their capacity without having made previous arrangements to 
nominate an LPA”® 


176. Although some witnesses believed that the draft Bill provided sufficient checks and 
balances on the powers of court appointed deputies,” others disagreed: 


“,...there need to be full checks and balances to ensure that decisions made by 
Deputies on behalf of people who lack capacity are in their best interests. Whilst we 
welcome the restrictions on Deputies set out in clause 20, we feel that they do not go 
far enough in safeguarding the rights of people who lack the capacity.” 


177. In common with evidence received on LPAs,”” the additional safeguards that were 
proposed to the Committee included a standard of care to be imposed on deputies.””” 
Although there is a duty on the Lord Chancellor to prepare Codes of Practice for the 
guidance of deputies*"' the Law Society further submitted: 


“,..that a checklist would be of some assistance in maintaining a standard for court 
appointed deputies.”7!” 


206 Ey 30 MIB 950, para 4.7.1 

207 Q204 (Mr Broach) 

208 Ev 30 MIB 950, para 4.7.1 

209 See Chapter 9 

210 For example, Q511 (Mr Lush) 
2"! Clause 30(1)(d) 

212 Ey 224 MIB 1215 
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178. The MDA stated that the Court of Protection needed to be given powers to make 
checks about the competency or capacity of the applicant to carry out their functions as a 
deputy and to investigate conflicts of interest.2!3 


“For example, if a care home manager was already the deputy for five of his residents 
and a sixth application was made, we would want the court of protection to 
investigate whether that was appropriate.” 


179. A further area where the Committee foresaw a potential for conflict was in cases 
where a social worker was appointed as a deputy. As an employee of a local authority, a 
social worker would owe a duty to his employer, but circumstances might well arise where 
that duty would conflict with his role as a deputy requiring him to act in the best interests 
of an incapacitated person. The Association of Directors of Social Services conceded: 


“It is better in many instances for us to come in in an investigatory capacity rather 
than to have it on a long-term basis.”?"4 


180. We believe that further guidance is required for deputies as to the standard of 
conduct they must maintain in the operation of their duties. 


181. Moreover, to minimise the potential for conflicts of interests, we urge that guidance 
should be issued to the Court of Protection to assist in the appointment of the most 
appropriate individual to act as a deputy. 


182. A number of witnesses were also dismayed that by clause 17(d) of the draft Bill, 
deputies’ powers would extend to refusing consent to the carrying out or continuation of 
medical treatment.”!° The Foundation for People with Learning Disabilities submitted: 


“,..if deputies can make a decision regarding withdrawal of treatment, the decisions 
need to go to court and be very, very seriously considered. I think the withdrawal of 
nutrition and hydration is a very painful experience and that, if people choose to in 
their advance directive, that is one thing, but to assume that for someone who does 
not have the capacity undermines their right to life.”*’° 


183. Under the mechanisms of LPAs and advance decisions, the refusal of consent to the 
carrying out or continuation of treatment can only be given if authorised by the individual 
when he was capable. However, under the structure of court appointed deputies, the 
withdrawal of treatment could be consented to even though the appointment would not 
have been made by the individual patient. The Catholic Union submitted: 


“...it is highly likely that such an appointee will be some official such as the chief 
Social Worker for the area concerned. Thus the chief Social Worker for the area is 
likely to be making decisions about the provision of treatment (or even sustenance 





213 Ev 30 MIB 950 para 4.7.3 

214 Q480 (Mr Dixon) 

215 See for example Ev 30 MIB 950, Ev 419 MIB 1193 
216 Q237 (Ms Morgan) 
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by tube) to the patient and thus perhaps making a decision about whether that 
patient should continue to live or not, even though that social worker is not 
medically qualified and has no medical duty of care. That is clearly a matter for 
considerable concern.”*"” 

184. We strongly urge that the provisions allowing deputies to consent to treatment be 
restricted to exclude the withdrawal or refusal of life-sustaining treatment. Unless there 
is a valid LPA or advance decision expressing the individual’s wishes in relation to the 
subject, decisions relating to the carrying out or continuation of life-sustaining 
treatment should be referred to the Court of Protection for determination. 


185. Evidence was submitted to the Committee that there was some confusion as to 
whether certain decisions should be taken, or acts done, under the general authority or by 
the appointment of a deputy. The MDA expressed concern that the borderline between the 
general authority, and the occasion when an application should be made for the 
appointment of a deputy, was unclear: 


“,..with the general authority being so broad, we do not really see many situations 
where a family or carer would feel the need to apply to become a deputy. That is a 
problem which is again a reason why the general authority needs to be more 
circumscribed.””"* 


186. Accordingly it is foreseeable that, due to the wide scope of the general authority, 
decisions will be taken or acts done under the general authority even though they might be 
more appropriate for a deputy to undertake. A deputy will only be appointed if the court is 
satisfied that the appointment is in a person’s best interests and the powers conferred on 
the deputy will be as limited in scope and duration as possible.””” The appointment will 
therefore provide safeguards lacking in the exercise of the general authority. 


187. The Committee strongly recommend that it should be made clear on the face of 
the Bill which decisions or acts should fall under the remit of a court appointed deputy 
and not under the general authority. Furthermore, guidance should be provided to 
family members, carers and others exercising the general authority as to the point at 
which it would be appropriate to apply to the Court of Protection for the appointment 
of a deputy. 


717 MIB 1193, para 38 
218 Q205 (Mr Broach) 
219 Clause 16(4) 
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11 Chapter 11: (Clauses 22-26) Advance 
lecisions to Refuse Treatment 





188. Clauses 23 to 25 of the draft Bill set out the circumstances in which persons with 
capacity, having reached the age of 18, may express in advance a decision about what 
treatment they would wish not to have if they were subsequently to become incapable. 


189. Clause 23 (1) defines such a decision as being intended: 
“so that if - 


a) at a later time and in such circumstances as he may specify, a specified treatment is 
proposed to be carried out or continued by a person providing health care for him; and 


b) at that time he lacks capacity to consent to the carrying out or continuation of the 
treatment, the specified treatment is not to be carried out or continued.” 


190. Clause 23 (2) provides that the ‘treatment’ concerned in such a decision can be 
expressed in broad terms and in non-scientific language. According to Clause 23 (3) the 
decision can be withdrawn or altered at any time providing that the person making it has 
the capacity to do so. 


191. Clause 24 defines the lawfulness of such a decision. The key points are that to be valid 
the person making it must have been capable at the time it was made and that it should be 
applicable to the treatment concerned. It would not be valid if the person making it had 
subsequently withdrawn it, whilst capable of doing so, or had subsequently conferred 
authority under a Lasting Power of Attorney to a donee to give or refuse consent to that 
treatment. Nor would it be valid if the person making it had 


“done anything else clearly inconsistent with the advance decision remaining his 


fixed decision”. 


192. If they still had capacity, any wish expressed at the time of treatment would over-ride 
any previous advance decision. 


193. In Clause 24 (4) the draft Bill makes clear that any advance decision would not be 
valid if the treatment proposed was not what was specified in the advance decision or if the 
circumstances specified were absent. Nor would it be valid in circumstances which could 
not have been anticipated by the person at the time of making the advance decision and 
which would have affected that decision had they anticipated them. Most importantly, it 
makes clear that advance decisions are only applicable to life-sustaining treatments where 


they are specified in the decision. 


194. Clause 25 sets out the effects of such advance decisions. It states that a valid advance 
decision has the same effect as a statement refusing treatment made by a person who is 
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capable at the time of making it. This would give statutory confirmation to existing court 
rulings” that a treating doctor is obliged to respect a lawfully-made advance decision 
about a specified treatment. It follows that it would be unlawful for a treating doctor to 
knowingly ignore such a decision. 


195. A very considerable number of written submissions were received expressing grave 
concern about this aspect of the draft Bill.*’ Many argued from a standpoint of moral 
conviction that it was wrong to introduce a statute that could enable decisions that would 
effectively shorten life.” Others argued that it was wrong to require a doctor not to give 
treatment that the doctor believed was in a patient's best clinical interests.”” 


196. A considerable body of written evidence clatied that the inclusion of advance 
decisions meant that the Bill was introducing isia by the backdoor’.’’* We took 
evidence on this matter and considered the issues at SER For apes faith organisations 
and the Guild of Catholic Doctors” the omission of treatment that might prolong life even 
if for a short period of time was considered unacceptable unless such treatment was likely 
in itself to result in undue suffering.*”° We noted that there was nothing in the Bill that 
allowed for an act that had the clear intent to end a person’s life. This was confirmed in oral 
evidence by the Parliamentary Under-Secretary of the Department for Constitutional 
Affairs, Lord Filkin.’”” 





197. Allied to these concerns, numerous witnesses objected to the fact that the draft Bill 
allows life-sustaining treatment (e.g. artificial ventilation) to be refused.** They drew 
attention to the Court ruling in the case of Bland””’ that the provision of hydration and 
nutrition by artificial means amounted to ‘treatment’.*” They argued that withdrawal of 
nutrition and hydration would result in undue suffering and an unpleasant and 
undignified death.*' The BMA in their evidence suggested that, while the use of artificial 
means of nutrition and hydration amounted to treatment and could therefore be refused, 
the Bill should stipulate that basic care could not be refused.’ 





198. Witnesses from the medical profession” also put it to us that: a) people when capable 


could not foresee how they might wish to act if they were to become incapable and 
therefore should not commit themselves to a course of action from which they could not 


220 See, for example, re C (a patient) [1991] 3 All ER 866 and Re T (Adult: Refusal of Treatment) [1993] Fam 95; [1992] 4 All 
ER 649 
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withdraw having become incapable; b) unforeseen circumstances, such as the development 
of a new treatment the use of which would be in their best interests, could arise after the 
advance decision had been made; and c) the course of action specified in the advance 
decision might prolong suffering rather than relieving it. We heard evidence from 
Professor the y of the difficulties she and her medical and nursing colleagues 
faced ih in aie care services. She told us that her personal choice would be that — 


er 
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199. Those who believed that advance decisions should be included argued”**that this was a 
logical and appropriate continuation of respect for a patient’s individual autonomy in 
matters of medical treatment. The law already recognises that a capable person can refuse 
treatment even if that refusal might end their life. But for a doctor to proceed with 
treatment under such circumstances would be unlawful. Thus it was argued that the draft 
Bill only proposed to regularise the existing status quo and that it was a logical extension of 
the established principle of autonomy.” For these reasons the Making Decisions Alliance, 


for example, strongly supported the inclusion of advance decisions to refuse treatment in 
the Bill.?”” 


200. Several witnesses regretted that the draft Bill did not require advance decisions to be 
made in writing, witnessed or made with the benefit of professional advice.”** Others feared 
that people might make advance decisions while in a state of despair or depression that 
they would not have made under more normal circumstances.*” The risk of advance 
decisions being made under coercion was also raised.” 


201. We have considered the proposal put forward by several witnesses™! that the specific 
provisions relating to advance refusals of medical treatment should be excluded from the 
Bill. This would leave in place the common law provisions which have made valid and 
applicable refusals effective. But this would create undesirable uncertainty over how 
advance decisions might fit into the Bill’s proposed statutory decision-making hierarchy. 
In particular, the proposed powers of donees, deputies and the Court to make healthcare 
decisions would have no common law equivalent. 


202. Moreover, if the Bill contains no mention of advance decisions to refuse treatment, 
the Court of Protection cannot be given a statutory power to decide whether an advance 
decision has been validly made, including any question of the person’s capacity to make it 
or whether it is applicable in particular circumstances. That would mean that the High 
Court would continue to resort to its inherent jurisdiction in relation to adults who lack 
capacity (a jurisdiction which will otherwise have become largely redundant) to resolve 
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such matters. In our view, this would leave a very significant and undesirable gap in the 
Bill’s provisions. This would be contrary to the draft Bill’s intention, which we support, to 
create a comprehensive and accessible framework of statutory legislation. 


Recommendations 






203. We recommend that the Bill shoulc ni 
refuse treatment. We recognise Ae penmine oar ae concern of those who have 
moral objections to any decision being taken that could end life, but that right is 
recognised in law for those who are capable of making such decisions and we think it is 
right that the Bill should provide for those who wish to do so to have the legal means to 
have that decision respected should they become incapable. In doing so, the Bill should 
aim to set standards for good practice and ensure a means of challenge under 
circumstances where there were disagreements that could not be resolved. 


204. Many of the fears which have been raised with us about possible connections — 
between the draft Bill and euthanasia appear to be misplaced. Nevertheless, in 
acknowledgment of the strength of feeling that clearly exists on this issue and in the 
hope that such misplaced fears do not detract attention from the many worthwhile 
aspects of the draft Bill, we recommend that additional assurance should be offered by 





the inclusion of a paragraph in the Statement of Principles we have recommended, or 
by an additional clause in the Bill, to make clear that nothing in the Bill permits 
euthanasia or alters the law relating to it. 


205. In most circumstances we believe that it would be reasonable for the Bill to require 
that advance decisions to refuse treatment should be recorded in writing and witnessed 
by two independent persons having no financial interest in that person’s estate. An 
exception might, however, be made where the decision was taken during ongoing | 
medical treatment in which case it should be recorded by the doctor in charge of the 
treatment in the patients notes and independently witnessed. We believe that all 
individuals should be encouraged to register their advance decision with their doctors. 


206. We recognise that advance decisions which they may not otherwise wish to make 
may be made by those suffering from depression, stress or other conditions that would © 
affect their judgment. We also fully appreciate the potential for coercion or other 
malevolent actions on the part of others to secure advance decisions from vulnerable 
people. We therefore recommend that the Codes of Practice should require doctors to 
satisfy themselves that any advance refusal of treatment is valid and applicable. 


207. We also recommend that the Department should issue sensitive public guidance 
designed to promote better understanding of what is involved in making advance 
decisions. This should explicitly state that any advance decision to refuse treatment 
should be made voluntarily. It should also include encouragement to seek appropriate 
professional advice before making such decisions, aimed at ensuring that they were 
made in the full knowledge and understanding of any relevant medical factors and 
written in an appropriate form. The Departmental guidance might include a suitable 
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specimen pro-forma. It should also encourage them to update such decisions regularly, 
especially in the light of relevant medical developments. 


208. We also recommend that the Codes of Practice should set out what should be 
considered by any doctor, when treating a person who is incapacitated and who is 
known to have made an advance decision, in determining whether such an advance 
decision is valid and appropriate. The Code should also state that, under these 
circumstances, any reasons why such an advance decision was considered valid, invalid 
or inappropriate must be recorded in that person’s health records. 


209. We believe that clause 24(4) in the draft Bill is sufficient to address the specific 
concern about new and unanticipated treatments becoming available which might have 
a bearing on an advanced decision. We recommend that specific guidance on this be 
given in the Codes of Practice. 


210. We believe that people, whether incapable or not, have the right to expect that they 
will be cared for to the highest standards. We recommend that the Codes of Practice 
should explicitly state that the duties and responsibilities placed on health professionals 
must apply equally to capable and incapacitated people. No assumption should be 
made that life has less value for the latter. 


211. We recommend that the Bill should seek to draw a distinction between basic care 
(which would include the giving of nutrition and hydration by normal means as well as 
actions to assist general hygiene and comfort), and the use of artificial means of 
nutrition and hydration, such as drips or naso-gastric tubes. We support the view that 
the former falls outside what is normally considered to be treatment and should always 
be available to people whereas the latter should be regarded as treatment in that the 
decision to use such artificial means is a clinical one to be made in accordance with best 
professional practice, and in the best interests of the patient concerned, and having 
consulted those specified in Clause 4 (2)(d). 


212. We further recommend that the use of such artificial means should be determined 
by the doctors concerned in consultation where possible with the patient’s family, 
friends or recognised representatives, on the basis of that patient’s best interests and 
having due regard to previously expressed wishes given in any advance decision. If a 
valid and clearly expressed wish not to have artificial means of nutrition and hydration 
is expressed, and the advance decision is otherwise valid, then that wish should be 
respected. 
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12 Chapter 12: (Clause 27) Linkage with 
the Mental Health Act/Bill 


Clause 27: Interface with mental health legislation 


213. It has been pointed out to us that, in relation to the provision of healthcare and 
treatment for mental disorder, there is potential for a significant overlap between the draft 
Mental Incapacity Bill (MI) and mental health legislation (MH), either the existing Mental 
Health Act 1983 or any future Bill to reform mental health law.’ Both provide substitute 
decision-making structures for a similar, but not identical, population yet there are 
significant differences in approach between them. In particular, Professor Genevra 
Richardson stressed that “the position of people who could potentially be covered by either 
[statute] needs extensive clarification”. 

214. The purpose of the draft Bill is to provide a comprehensive statutory framework for 
decision-making on behalf of adults who lack capacity to make their own decisions because 
of mental disability. However, mental health legislation, as it is envisaged at present, has a 
more specific purpose - to provide a legal framework covering the use of compulsory 
powers to require people with mental disorder to comply with medical treatment for their 
disorder without their consent. It is a requirement of the European Convention on Human 
Rights (Article 5) that any deprivation of liberty, including detention or compulsory 
treatment of “persons of unsound mind”, must be in accordance with a procedure 
prescribed by domestic law. Under the current law, the Mental Health Act 1983 sets out the 
required procedure, although this may be replaced by a new MHA in the not-too-distant 
future. 


215.In her submission to us, Professor Richardson helpfully summarised the main ~ 
differences in approach as follows:** 


e Capacity: MI Bill applies only to those who lack capacity: MH does not require an 
absence of capacity 


e Best interests: MI requires decisions to be made in [the incapacitated person’s] best 
interests: MH has no such requirement 


e Medical treatment: MI deals with medical treatment for all conditions: MH covers 
only treatment for mental disorder 


e Resistance: MI allows care and treatment despite resistance in certain 
circumstances only: MH is specifically designed for cases of active non-compliance 


e Safeguards: MH contains more automatic safeguards for the patient 
42 See for example Ev 372 MIB 556, Ev 104 MIB 824, Ev 203 MIB 1030, Ev 85 MIB 1188 
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e Advance decisions: MI codifies the common law rules on advance decisions to 
refuse treatment: MH makes no mention of advance decisions. 


216. A number of witnesses emphasised the need for priority to be given to introducing 
mental incapacity legislation first and then reviewing the exact place of mental health 
legislation in the light of experience following the passing into law of any Mental 
Incapacity Act.“° In particular, the Royal College of Psychiatrists expressed the view that, 
once a comprehensive Mental Incapacity Act is in place, there may be no need for a Mental 
Health Act other than to deal with people with mental disorder who may pose a danger to 
others.“° Our task in considering the interface between both pieces of legislation has been 
made more difficult by a number of uncertainties, not only concerning the timing of law 
reform, but also whether our recommendations should relate to the Mental Health Act 
1983 and/or the draft Mental Health Bill issued for consultation in 2002” or to future 
proposals for reform of mental health law to be introduced after this Bill. 


217. We recommend that priority should be given to introducing the Mental Incapacity 
Bill so that account can be taken of these provisions in framing new mental health 
legislation. 


218. Where incapacitated adults require treatment for mental disorder, they can be treated 
informally (at present under the common law and in future under the general authority 
provided by the draft Bill), so long as the treatment is considered to be in their best 
interests. Alternatively, and in particular for people without capacity who are resisting 
treatment, the compulsory powers available in the MHA 1983 may be used. We have 
therefore considered the interface between the Bill and the 1983 Act. 


Mental Health Act 1983 


Clause 27 of the draft Bill states that the Bill’s decision-making powers cannot be used to 
give or to consent to treatment for mental disorder if the treatment “is regulated by Part 
4 [sic] of the Mental Health Act 1983”. The purpose of Part IV of the 1983 Act is to 
clarify the extent to which treatment for mental disorder can be imposed on detained 
patients in hospital. We believe the intention of Clause 27 is to ensure that once an 
incapacitated person has been detained in hospital under the MHA 1983, the powers 
available under Part IV would ‘trump’ the decision-making powers under the Bill. 
However, it has been put to us that an alternative interpretation would be that the MI 
Bill would not apply in any case in which treatment regulated under Part IV may be 
required, i.e. when the MHA could potentially be applied.’ The effect of this would be 
to require the compulsory detention under the MHA of any person lacking capacity to 
consent to treatment for mental disorder, regardless of the circumstances. This would 
seem to be both undesirable and impractical. 





2 See for example Ev 85 MIB 1188, Ev 203 MIB 1030, Ev 104 MIB 824 
24 Q297 (Dr Zigmond) 
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219. The Department of Health has since clarified that a narrower interpretation is 
intended, so that: “Where a person with mental disorder is ... brought under the formal 
powers of the MHA, it is right that the provisions of the Mental Incapacity Bill are not 
applied in relation to their treatment for mental disorder”.”” However, for all other 
decisions affecting that person, the principles and provisions of the draft MI Bill would 
apply. We recommend that the drafting of Clause 27 be amended to clarify its intended 
purpose. 


220. Since Clause 27 is only intended to apply to patients who are brought under formal 
powers of the MHA, there would then seem to be a choice of decision-making structure for 
clinicians who wish to give treatment for mental disorder to people lacking capacity to 
consent. Guidance issued by the Department of Health indicates that for incapacitated 
patients who are non-compliant or who resist treatment, an application should be made 
for compulsory admission to hospital under the MHA in order that treatment for mental 
disorder can be given.” However, it has been pointed out to us that since Clauses 7 and 10 
of the draft Bill allow an incapacitated person’s resistance to be overborne in certain 
circumstances to avert a risk of harm, it may also be possible for treatment to be given 
under the general authority, or with the consent of a donee of an LPA, even if the person 
resists.’ We have already recommended that the drafting of clauses 7 and 10 should be 
tightened up to restrict their use to urgent situations and for as short a period as possible 
and not where there is an on-going need for restriction of the person’s liberty (see 
paragraph 132). 


221. The differences in approach of the draft Bill and the MHA carry both advantages and 
disadvantages. Decisions taken under the draft MI Bill must be in the patient's best 
interests, which involves taking account of the patient’s past and present wishes and 
feelings, consulting with relatives and carers and seeking the least restrictive option. People 
who have prepared in advance for their incapacity, by making an LPA or an advance 
decision to refuse treatment, should have their decisions respected (although detention 
under the MHA would appear to overrule these decisions). On the other hand, detention 
under the MHA provides an entitlement to certain statutory safeguards which are not 
available to patients treated informally. These include: 


e Application for admission to hospital made by an approved social worker on the 
basis of two medical recommendations 


e Right of appeal to the Mental Health Review Tribunal 


e Right to a second opinion for longer-term treatment and for specified forms of 
treatment (such as electro-convulsive therapy or psychosurgery) 


e Right of discharge by the ‘nearest relative’ 


249 Letter from Department of Health to the Clerk of the Joint Committee, 6 November 2003 
250 Mental Health Act 1983 Codes of Practice, para 19.27; Health Service Circular 1998/122 
251 Ey 372 MIB 556 para 8 MIB 1110 para 13.3 
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e Oversight by the Mental Health Act Commission 


222. We recommend that the Codes of Practice include clear guidance to govern the 
choice of legal powers to provide treatment for mental disorder of people lacking 
_ capacity to consent. 


The ‘Bournewood gap’ 


223. In considering these differences in approach, we have received conflicting evidence as 
to whether the provisions of the draft Bill are sufficient to fill the so-called gap in the law 
identified in the Bournewood case.” As a result of the House of Lords decision in this case, 
it appears that it may now be wrong to use the Mental Health Act when admitting an 
apparently assenting incapacitated person to hospital for the treatment of their mental 
disorder. In the words of Lord Steyn, “The general effect of the decision of the House of 
Lords is to leave compliant patients without the safeguards enshrined in the 1983 Act. This 
is an unfortunate result.”*’ A decision is currently awaited from the European Court of 
Human Rights in this case as to whether the current law is incompatible with the European 
Convention. 


224. In evidence to the Committee, Health Minister Ms Rosie Winterton confirmed the 
Government's view that there was no incompatibility, but indicated that the opportunity of 
new legislation could be used to build on existing common law safeguards and provide 
additional protection for compliant incapacitated people.** The examples she gave (right 
to advocacy, appointment of a ‘nominated person’ and access to a tribunal) are those 
proposed in Part 5 of the draft Mental Health Bill, and not the Mental Incapacity Bill, 
although she said there was an issue about which Bill should contain the proposed 
safeguards. Correspondence from the Department has indicated that the awaited judgment 
of the European Court of Human Rights will inform a reassessment of policy and hence 
affect the drafting of both Bills.*” 


225. We request clarification as to whether it is intended to incorporate additional 
safeguards for compliant incapacitated patients into the draft MI Bill if there is likely to 
be a delay in implementing the provisions proposed in Part 5 of the draft Mental 
Health Bill. 


226. Part 5 of the draft Mental Health Bill, if implemented, would only provide safeguards 
for people being treated in hospital and not to those treated in residential care or nursing 
homes or in their own homes. Under the draft Mental Incapacity Bill, if a medical 
practitioner wanted to treat an assenting incapacitated person at home or in hospital, this 
could be done under the general authority, so long as the practitioner reasonably believed it 
to be necessary and in the best interests of that patient. Under the best interests test, the 
medical practitioner would be required to consult with anyone involved in caring for the 
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person and, where appropriate, with an attorney or deputy. While this would probably be 
satisfactory in most cases, action taken under general authority does not have the 
safeguards provided by the requirement for a second opinion under the Mental Health Acct. 
We have already suggested in our recommendations relating to the general authority that a 
second opinion should be obtained for certain treatments when the patient cannot consent, 
even if they are apparently assenting. Such a safeguard could also apply to serious forms of 
treatment for physical conditions, to be specified in regulations, as well as to the types of 
treatment for mental disorder which currently require a second opinion under the MHA. 


227. We recommend that the provisions for obtaining a second opinion currently 
available to patients detained under the Mental Health Act should be extended to 
compliant incapacitated patients requiring specified forms of treatment for mental 
disorder or for physical conditions, whether in hospital or in the community. The Bill 
should include a regulation making power to specify the types of treatment requiring a 
second opinion, which can be amended as new treatments are developed. 


13 Chapter 13: (Clause 30) Codes of 
Practice 


228. Clause 30(1) requires the Lord Chancellor (or whoever takes over the duties and 
responsibilities of that office) to prepare a Code or Codes of Practice for the guidance of 
people involved in the assessment of capacity, for people using the various decision- 
making powers under the new Act, and with respect to any other matters as s/he thinks fit. 
There has been universal agreement in evidence to the Committee that Codes of Practice 
will be essential to the proper implementation and operation of the new legislation. 


229. We have found it difficult to carry out our task in conducting thorough pre-legislative 
scrutiny of the draft Bill without having sight of drafts of the Codes of Practice. We were 
reassured to hear in evidence from Lord Filkin, Parliamentary Under-Secretary of State , 
that it is the aim of the Department for Constitutional Affairs for the Codes of Practice to 
be published in draft at the same time as the Bill is introduced in Parliament.**° Although 
we re-iterate our anxiety to keep up the momentum and ensure that introduction of the 
Bill is not unduly delayed, we recommend that the Bill should not be introduced to 
Parliament until it can be considered alongside comprehensive draft Codes of Practice. | 


Status of the Codes of Practice 


230. Clause 30(6) places a duty on anyone acting in a professional capacity or for 
remuneration in relation to a person who lacks capacity to “have regard to any relevant 
Codes of Practice”. Several organisations sought clarification of the legal status of the 
Codes of Practice and any sanctions which might apply for non-compliance with the 
codes.**” One way to strengthen the status of the codes may be to use a formulation of 
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words similar to section 7(1) of the Local Authority Social Services Act 1970, which states 
that local authorities, in the exercise of their social services functions “shall ... act under the 
general guidance of the Secretary of State”. The binding nature of such guidance has been 
confirmed by the court so that local authorities may only depart from it with good reason. 


231. Following a recent decision of the Court of Appeal it has been established that a Codes 
of Practice are one essential means by which the State fulfils its obligation to ensure that 
public authorities act in compliance with the Human Rights Act 1998. Codes of Practice 
can provide transparency and predictability where human rights compliance requires this 
in cases where it is impossible to draft the legislation in sufficient detail to cover all 
circumstances in which the law might apply. The Codes of Practice should therefore be 
afforded sufficient status consistent with this purpose. All public authorities, which 
includes professionals and others employed by public bodies, should be under a duty to 
abide by the Codes of Practice and any departure from the guidance given in the codes 
should only be justified in exceptional circumstances when full reasons must be given. We 
seek reassurance that the wording used in the Bill will ensure that the Codes of Practice are 
afforded sufficient status to comply with human rights obligations. 


232. The position is different with regard to guidance issued to assist non-professional or 
informal decision-makers, such as family members and unpaid carers acting under the 
general authority. It is essential that family members and carers carrying out such 
responsibilities are provided with appropriate guidance and assistance, both to promote 
good practice and also to impress upon them the seriousness of their actions and the need 
to be accountable for them. We accept that it would be inappropriate to impose on them a 
strict requirement to act in accordance with the Codes of Practice. We agree that only 
those acting in a professional capacity or for remuneration should be under a duty to 
abide by the Codes of Practice. However, we believe that family members and carers 
should be strongly encouraged to follow the Codes of Practice. 


Preparation and revision of the Codes of Practice 


233. Several witnesses drew the Committee’s attention to existing guidance which has 
already helped to promote good practice and could form the basis of the Codes of Practice 
under the Bill.°* We welcome the provision in Clause 30(4) for the preparation of the 
codes to be delegated in order to build on existing sources of guidance and to make use of 
the wealth of expertise available, not only that of professionals working with people who 
lack capacity but also that of people likely to be directly affected by the Bill’s provisions. In 
particular, we were impressed with the evidence given by organisations of people with 
learning disabilities and were told of their work in helping to prepare documents in a 
format accessible to learning disabled people and in providing training for professionals 
and others working with them.*” 
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234. We hope that the Department will make use of a wide range of expertise, both 
professionals and those affected by the Bill’s provisions, in the preparation and revision of 
the Codes of Practice. In particular, organisations of people with learning difficulties 
should be involved in training and producing accessible versions of the codes. 


235. We also welcome in clause 30(3) the requirement to consult before preparing or 
revising a Codes of Practice. It is clearly essential to involve practitioners in identifying 
issues which should be addressed in the codes. We hope that such consultation will include 
inviting comments on the draft codes and allowing the results of the consultation to be 
taken into account before the final versions are laid before Parliament. Lessons may also be 
learnt from the experience in Scotland, where detailed Codes of Practice have been 
produced, but which one witness described as being “quite dense”.* The same witness 
recommended the Codes of Practice issued under the Disability Discrimination Act 1995 


as being “very helpful indeed in giving real life situations”.”* 


236. The Law Society of Scotland described to us the “exhaustive on-going multi- 
disciplinary training relative to the then Bill and now the new Act; ...extensive accessible 
training materials ... [and] extensive regularly updated guidance”.*” Professor Michael 
Gunn confirmed the view expressed in many submissions to us that legislation of this sort 
will rely heavily, not only on clear, comprehensive and accessible Codes of Practice, but 
also on the training, education and public awareness campaigns that must lead in to and 
follow on from implementation of the new law.*” 


237. We recognise the efforts already made by the Department of Constitutional Affairs to 
raise awareness of the issues affecting incapacitated adults, through the Mental Incapacity 
Consultative Forum and other initiatives. We hope the momentum will be sustained, not 
only to capitalise on the public and professional interest generated by the publication of the 
draft Bill but also to inform the preparation of the Codes of Practice. 


Content of the Codes of Practice 


238. In a number of submissions to the Committee , concern was expressed that too much 
detail is being left to the Codes of Practice rather than being specified on the face of the 
Bill.°* We have considered some particular concerns about the scope and content of the 
codes. 


Supported decision-making 


239. A key principle of the Bill is the presumption of capacity - that every adult has the 
right to make their own decisions and is assumed to have capacity to do so unless it is 
proved otherwise. Some people may need help or support to be able to understand the 
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decision they are being asked to make, to know how to make a choice or to be able to 
communicate, but the need for help and support does not remove their right to make their 
own decisions. 


240. Although the Bill deals primarily with decision-making on behalf of people who lack 
capacity, many submissions to the Committee stressed the need for greater emphasis on 
supporting and enabling people to make their own decisions.” We were given examples of 
how people with impaired capacity, even those with profound disabilities, can be helped 
and supported to make their own choices. Values into Action in particular suggested that 
“new guidance is needed on the use of supported decision-making to ensure the fullest 
possible involvement of the person deemed to lack capacity”.?© 


241. Clause 2(3) states that a person is not to be treated as unable to make a decision unless 
“all practicable steps” have been taken to help the person make a decision themself. We 
agree that a Codes of Practice on supported decision-making would be extremely helpful, 
particularly to provide guidance on the “practicable steps” which should be taken to assist 
people to make their own decisions and also on the various types of communication aids, 
therapies and assistance available to help people to communicate those decisions. 


Assessment of capacity 


242. Clause 30(1)(a) requires the preparation of a code of practice for the guidance of 
people assessing whether a person has capacity in relation to any matter, but the Bill makes 
no other specific provision in relation to assessment of capacity. The Making Decisions 
Alliance (MDA) wrote in its submission that “Given its fundamental importance, coverage 
of assessment [of capacity] in the draft Bill is alarmingly sparse”.*”” The MDA 
recommended that the term “assessment” should be clearly defined in statute, in order to 
clarify when an independent assessment of capacity is required and how, and by whom, it 
should be carried out. The British Psychological Society suggested that the Bill should 
specify a “robust, transparent and practical system”*® for the determination of incapacity 
and proposed a formal process of registration of persons lacking capacity in relation to 
certain major decisions.” Other submissions pointed out that where any significant 
infringement of a person’s right to autonomy is contemplated, human rights 
considerations require a proper assessment to be carried out.*” 


243. As is currently the case under the existing law, the Bill adopts a functional approach to 
capacity, which means that the question of who should assess capacity, and the test of 
capacity to be applied, will depend on the particular decision to be made. For most day-to- 
day decisions, the carer most directly involved with the person at the time the decision has 
to be made assesses their capacity to make the decision in question. Formal processes are 
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rarely required unless the assessment is challenged, for example by another family 
member. Where consent to medical treatment or examination is required, the doctor 
proposing the treatment must decide whether the patient has capacity to consent and 
should record the assessment process and findings in the person’s medical notes. Where a 
legal transaction is involved, such as making a will or a power of attorney, the solicitor 
handling the transaction will need to be satisfied that the client has the required capacity to 
satisfy the relevant legal test, perhaps assisted by an opinion from a doctor. In some 
situations, case law demands that a doctor should witness a document or otherwise attest 
to the person’s capacity. The draft Bill includes provision to formalise this procedure for 
Lasting Powers of Attorney (LPAs), by requiring a certificate of capacity at the time the 
LPA is created. 


244. The more serious the decision, the more formal the assessment of capacity may need 
to be, but whoever assesses capacity must be prepared to justify their findings. Ultimately, 
if a person’s capacity to do something is disputed, it is a question for the court to decide. 
Cases referred to the new Court of Protection will require formal evidence of the 
assessment of capacity, either to enable the Court to make a declaration as to whether the 
person has or lacks capacity or to confirm that the Court has jurisdiction to deal with the 
matter in question. 


245. Given the diverse range of situations which will be covered by the statutory 
framework for decision-making imposed by the Bill, we consider that the processes and 
requirements relating to assessment of capacity would be most appropriately dealt with 
in a Codes of Practice, as required under Clause 30(1)(a). 


Best interests 


246. In the section of this report on Clause 4 relating to “best interests” (see Chapter 7) we 
have already commented on proposals put to us to clarify and expand on the factors to be 
considered when determining best interests. We have acknowledged that, whatever 
drafting changes are made, there will still need to be more detailed explanations, illustrated 
by practical examples, in the Codes of Practice. 


247. The Codes of Practice will need to cover, amongst other matters, the concept of 
best interests itself; the processes and issues involved in considering the factors set out 
in the Checklist in Clause 4 (including ethical issues such as confidentiality); 
suggestions of the types of additional factors which may be relevant in different 
situations and guidance on weighing up competing or conflicting concerns. 


General authority 


248. Major concerns have been expressed to us about the broad scope of powers available 
under the general authority” and the lack of protection for people lacking capacity against 


decision-makers who abuse those powers.’ While guidance for people acting under the 
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general authority will be essential, we agree that the Codes of Practice alone cannot be 
relied on to ensure good practice and that restrictions on the use of the general authority 
must be set out in statute. Our recommendations on this matter are set out in paragraphs 
118,. 123, 127 and 129. 


249. The Codes of Practice will need to include, amongst other matters, a clear 
explanation of the general authority as the means whereby practical and legally relevant 
decisions can be made, in a manner that is enabling and respectful of the person lacking 
capacity; guidance and examples setting out when it might be “reasonable” to act; the 
scope of the authority and how it links with other decision-making powers; and the 
requirement for all decision-makers to be fully accountable for their actions. 


Decision-makers acting under formal powers 


250. Clause 30(1)(c) and (d) require the Codes of Practice to provide specific guidance for 
donees of lasting powers of attorney and for deputies appointed by the court. We agree that 
those exercising formal powers under the Bill will need clear and specific guidance about 
their legal duties and responsibilities and about the extent of their powers. 


251. In our discussions on the concept of best interests, we considered a proposal put 
forward by the Master of the Court of Protection that there should be a comprehensive 
statement of the standard of conduct required of everyone who acts or makes decisions on 
behalf of persons without capacity.” The Master suggested a number of general 
obligations which should be imposed on decision-makers in addition to their specific 
duties, which might include obligations:*” 


e to act reasonably; 

e toact diligently; 

e toact honestly and in good faith; 

e toact within the scope of his or her authority; 


e to limit interference in the life of the person without capacity to the greatest extent 
possible; 


¢ to protect him or her from abuse, neglect, and exploitation; 
e to respect and advance his or her civil liberties and human rights; 
e to provide such assistance and support as is needed; 


¢ where appropriate, actively to help him or her resume or assume independent or 
interdependent living; 


I ————————— 


273 See paras 97-98 (this Report) 
274 Ev 184 MIB 1049 para 13 


70 


e to involve him or her in all decision-making processes to the greatest possible 
extent; 


e to encourage such participation and to help him or her to act independently in the 
areas where he or she is able; 


e to encourage him or her to exercise whatever skills he or she has, and wherever 
possible to develop new skills; and 


e to exercise substituted judgment by respecting and following his or her wishes, 
values and beliefs to the greatest possible extent, so far as these are known or can be 
ascertained, and will not result in harm or be contrary to his or her best interests. 


252. We agree that it would be helpful to include in the Codes of Practice a checklist of 
obligations along the lines set out above, setting out the standard of conduct expected of 
formal decision-makers. We recommend that specific requirements of a standard of 
conduct be included in the Codes of Practice aimed at those exercising formal powers 
under the Bill. 


Monitoring implementation of the Codes of Practice 


253. The draft Bill contains no specific provisions for monitoring the implementation of 
the Codes of Practice or keeping the operation of the codes under review. The summary 
paper on ‘Implementing the Draft Mental Incapacity Bill’ provided to us by the 
Department for Constitutional Affairs described the supervisory role envisaged for the new 
Office of the Public Guardian (OPG) in monitoring LPAs and deputies, which will 
presumably involve consideration of their compliance with the Codes of Practice.” We 
recommend that the Codes of Practice should provide details of the OPG’s supervisory 
role and the sanctions which may apply in the event of non-compliance with the codes. 


254. In our comments on the new Court of Protection,””° we consider the appropriateness 
of court proceedings in dealing with complaints and disputes about the discharge of 
functions and use of powers under the Bill. In particular, we recommend that the Court’s 
powers should include the power to remove a donee or deputy who is acting 
incompetently or failing to comply with the guidance given in the Codes of Practice as _ 
to the expected standard of conduct. It should be made clear to decision-makers that if 
their behaviour falls below the standard of conduct set out in the Codes of Practice, the 
court has power to remove them as attorneys or deputies and if their conduct is 
criminal, they will face the prospect and consequences of prosecution. 
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14 Chapter 14: Protection against abuse 
and exploitation 





255. We have been greatly concerned to hear about the extent of abuse and exploitation of 
people with impaired capacity and the lack of provision in the current law to investigate 
allegations of abuse or provide adequate protection to people at risk of abuse.”” The same 
witnesses suggested to us that the draft| Bill contains insufficient provisions to protect 
vulnerable people from abuse or to bring their abusers to account. 


256. In its 1995 report, the Law Commission proposed that local authorities should be 
given new duties to investigate allegations of abuse and new powers to take emergency 
protective action where a vulnerable person was thought to be at risk of harm.’ These 
measures were intended to achieve a balance between the empowerment of people with 
impaired capacity as autonomous individuals and support for carers acting on their behalf, 
with the need to provide appropriate safeguards and protection from abuse and 
exploitation. In ‘Making Decisions” 
proposals from its plans for law reform. 


the Government gave no reason for excluding these 


257. The Law Society pointed out to us that the support given to many of the Law 
Commission's proposals now contained in the draft Bill, for example the general authority, 
was dependent on there being appropriate “counter-balancing public law protection 
rights”,”*° to allow allegations of abuse to be investigated and to provide an effective remedy 
in cases of abuse. The Master of the Court of Protection also asked us in particular to 
consider whether the draft Bill has struck the right balance between autonomy and 


protection.”*' 


Arrangements for dealing with abuse 


258. In place of new legislation, the Department of Health, jointly with Home Office, 
issued guidance in 1999 on developing multi-agency procedures for the protection of 
vulnerable adults.*? This guidance places responsibility on local councils with social 
services responsibilities to play a co-ordinating role in setting up Adult Protection 
Committees (APCs) to develop local inter-agency policies, procedures and joint protocols, 
bringing together all the agencies who may come into contact with vulnerable adults. We 
heard evidence from the Association of Directors of Social Services (ADSS) that while 
some local authorities have well-established arrangements in place, others have not yet 
begun to implement the guidance.”* It was also pointed out that local authorities have not 
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been resourced for the additional responsibilities given to them under the ‘No Secrets’*4 
guidance. 


259. Several witnesses drew attention to problems with the current arrangements, whether 
or not APCs have been established. Master Lush told us that the police are often reluctant 
to get involved, particularly if the allegation is made against a family member who is acting 
under an Enduring Power of Attorney.” Professor Williams referred to the frustration felt 
by social workers and health care professions who have no powers to intervene even when 
they are aware that abuse is taking place.**® The Law Society endorsed both these 
concerns.” In the view of Professor Williams, the current law “does not comply with the 
Human Rights Act, tolerates financial abuse, tolerates physical abuse, and basically there is 
nothing that can be done”.*** 


The need for additional powers? 


260. In a paper to the Committee on Implementation of the Bill , the DCA described the 
supervisory role proposed for the new Office of the Public Guardian (OPG). This 
confirmed that “The OPG’s supervisory role would be geared to risk and would intrude as 
little as possible. The focus would be on supervision of deputies. ... Where there are 
allegations of possible abuse (of any kind), [OPG] would liase closely with all of the 
agencies and individuals involved, including social services, the police, voluntary 
organisations and Adult Protection Committees”.*” It therefore appears that the new OPG 
will have a similar remit to the existing Public Guardianship Office (PGO) with no 
additional powers. However, Lord Filkin confirmed to us that the PGO is currently looking 
at ways in which the work carried out by its investigation unit can be made more 
effective.” 


261. The DCA also described to us the supervisory roles to be played by a range of other 


bodies in the health and social care fields. Review bodies such as the Commission for 
Healthcare Audit and Inspection (CHAI) and the Commission for Social Care Inspection 
(CSCI) will have general responsibilities to monitor and inspect the delivery of health and 
social care services and undertake some specific investigations where serious concerns have 
been raised. We also appreciate that initiatives such as the Patient Advice and Liaison 
Service (PALS) and the Independent Complaints Advisory Service (ICAS) will assist carers 
and people with impaired capacity who wish to make formal complaints about health and 
social care services, which may serve to expose abuse in individual cases. However, we 
heard evidence that both health and local authority complaints procedures are difficult, 
cumbersome and slow and people with capacity difficulties may not be taken seriously. 
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262. The Law Society expressed concern that this approach requires clear evidence of 
impropriety before any action can be taken and stressed the need for more pro-active 
powers of investigation and intervention.”' The ADSS proposed that one way of 
strengthening the ‘No Secrets’ guidance would be to impose on local authorities a statutory 
duty to intervene where there are reasonable grounds to suspect abuse.?” It was also 
suggested that some local authorities would be unable to give priority to establishing APCs 
and developing protection procedures unless they were placed under a statutory duty to do 
s0.2”" 


263. Under Clause 39 of the draft Bill, the Court of Protection will have the power to call 
for reports, including from a Lord Chancellor’s Visitor. The Public Guardian may also, 
under Clause 48(d), request a report from a Visitor in relation to a donee acting under an 
LPA or a court-appointed deputy. Although these powers will enable the Court or the OPG 
to look into any matters of concern, they are intended purely as a reporting mechanism. 
The Bill does not provide Visitors with any specific powers of investigation, supervision or 
intervention. Under the current law, it is a criminal offence for anyone to obstruct a Lord 
Chancellor’s Visitor in conducting a visit or making a report but there is no similar 
provision in the draft Bill. 


264. By contrast, we were told of the robust mechanisms available under the Adults with 
Incapacity (Scotland) Act 2000 for monitoring, supervision and investigation.*”* The 
Scottish OPG holds a register of all interventions carried out under the Act and has specific 
duties to monitor, supervise and investigate the use of financial interventions, whether by a 
carer authorised to use the funds of an incapacitated adult , an attorney or a guardian 
appointed by the court. Local authorities and the Mental Welfare Commission have 
powers to supervise, monitor and investigate welfare interventions by an attorney or 


guardian. 


265. The organisation Alzheimer Scotland, which was commissioned by the Scottish 
Executive to monitor and research the implementation of parts of the AWI Act 
commented: “The [Scottish] Act has been criticised for being over zealous in a bid to 
teduce the risk of abuse, subjecting genuine carers to more regulation and bureaucracy 
than necessary”.*> Nevertheless, it recommended that similar robust systems should be 
included in the draft Bill, using risk assessment processes to avoid unnecessary intrusions. 


266. We strongly recommend that the statutory authorities should be given additional 
powers of investigation and intervention in cases of alleged physical, sexual or financial 
abuse of people lacking the capacity to protect themselves from the risk of abuse. 
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Switching the burden of proof 


267. The Master of the Court of Protection has suggested to us that a possible remedy 
would be to allow the burden of proof to shift in appropriate cases of alleged abuse.” He 
gave the example of an elderly woman with vascular dementia giving a door-to-door 
salesman a disproportionately large amount of money. He suggested that in such cases 
where an incapacitated person sells property at an undervalue, buys at an overvalue, or 
makes an improvident gift, the burden of proof should shift to the other party to prove that 
the person was able to understand the nature and effect of his/her actions. This would 
provide a means of restitution against an abuser seeking to take advantage of a person 
whose capacity is in doubt. 


268. Similar measures have already been included in the Sexual Offences Bill to deal with 


cases of alleged sexual abuse against people lacking capacity to consent to sexual relations. 
Its general definition of consent requires a person to have the capacity to choose whether to 
agree to sexual activity. The Bill places the responsibility on defendants to have made 
“reasonable enquiries” to ascertain whether consent exists. The burden of proof is therefore 
on the defendant to show that the person had capacity to consent to sexual activity, rather 
than capacity being assumed or merely disregarded. 


269. We recommend that consideration be given to allowing the burden of proof to shift in 
cases of alleged abuse where the victim’s behaviour might indicate a lack of capacity. 


270. Professor John Williams suggested’” to us an another approach to extend the scope of 
the Bill to cover the lack of capacity to make a free choice as a result of undue influence (or 
unacceptable pressure). It was recognised there is a precedent in the common law. As 
Professor Williams acknowledged, drafting such a clause would be “immensely complex” 
and would have to contain significant safeguards to avoid unnecessary intervention. We do 
not feel confident in recommending such an approach. 


Criminal law provisions 


271. Clause 31 of the draft Bill proposes the creation of a new criminal offence where an 
attorney or deputy or someone who has care of an incapacitated person ill-treats or wilfully 


neglects that person. While this additional protection is to be welcomed, the Master of the _ 


Court of Protection has pointed out that it appears to relate solely to physical ill-treatment 
and does not cover financial abuse.’ 


272. We recommend that Clause 31 be extended to include the misappropriation of the 
person’s property and financial assets. 


273. We also heard of the particular difficulties in obtaining sufficient evidence to secure a 
conviction in any criminal proceedings, whether for physical, sexual or financial abuse, 
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where the main witness has capacity problems.” While the Youth Justice and Criminal 
Evidence Act 1999 provides some assistance to enable people with special needs to give 
evidence in court, it does not help with the identification of abuse and the gathering of 
evidence to enable the Crown Prosecution Service to bring a case to court. 


274. We recognise that detailed provisions of the criminal law are the responsibility of the 
Home Office and therefore outside the remit of this Bill. However, we urge continued co- 
operation between departments to ensure that the state’s positive obligation to provide for 
the protection of vulnerable people is complied with. 


15 Chapter 15: Medical Research 


275. The Draft Mental Incapacity Bill makes no provision to enableincapacitated adults to 
take part in medical research. We have received evidence from the BMA, Royal College of 
Psychiatrists, the British Psychological Society (BPS), and the Law Society claiming that 
such a clause should be included. We have also received letters from people who would be 
extremely concerned to see such a clause added to the bill. We realise that “this is an 
ethically difficult area”. 


276. We understand that properly-constituted medical research is the process whereby 
knowledge about a specific disorder or problem is obtained in order to inform the 
development of new treatments or support strategies that can then be demonstrated to 
be effective or not through the use of controlled trials. Such information is essential if 
new treatments are to be developed and if the National Institute of Clinical Excellence 
(NICE) is to advise whether those treatments should be freely available. If properly- 
regulated research involving people who may lack capacity is not possible then 
treatments for incapacitating disorders will not be developed. 


277. We are aware of the stringent arrangements necessary before any medical research, 
particularly that involving human participation, can take place. Most importantly, 
there is a requirement that all research must be submitted to an ethics committee for 
their approval. These ethics committees always include lay representation and 
specifically address significant ethical questions such as that of informed consent. 


278. The AWI Scotland Act does include a clause on research. Dr Lyons, the Scottish 
clinician, told us that the Scottish Act “does permit research involving people with 
incapacity under certain restrictions. It must be research into the care, treatment, causes, et 
cetera, of the incapacity itself. It must be research that cannot be performed in people who 
are capable. It says in the Act that the research must be likely to be of real and direct benefit 
to the adult.”°° However, Dr Lyons highlighted the difficulty with this legislation stating 
that: “if what we were going to do was going to be of real and direct benefit, we would be 
doing it, we would not be researching it”.*°°! The Royal College of Psychiatrists said that 
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they would support the framework for research set out in Section 51 of the Scottish 
Incapacity Act.” 


279. The Royal College of Psychiatrists believes legislation is needed as “common law does 
not strictly provide such authority, as it cannot be argued that research is necessarily in that 
incapacitated person’s best interests”*° We were reminded that if legal mechanisms 
prevented or deterred research with such people, then the development of treatments and 
the undertaking of treatment trials for disorders such as Alzheimer’s disease would be very 
problematic. The range of medical research involving people with possible mental 
incapacity was considerable. Other examples include investigating why people with 
Down’s Syndrome are at such high risk for Alzheimer’s disease, how best to treat the effects 
of acute brain injury, how to understand and manage problems such as self-injurious 
behaviour affecting people with autism, the causes of potentially very debilitating mental 
illnesses such as schizophrenia, or the best treatment of severe brain disorders such as new 
variant CJD. Research goes beyond the medical field and includes investigating factors 
influencing the quality of life of people with incapacitating disorders, or how they can be 
best helped to make decisions for themselves. In all these examples, some of the people 
involved will have the capacity to consent to research but others may not. 


280. We are aware that research sanctioned by the ethics committees will vary in its 
invasiveness. It may extend from no more than asking questions of informants to the 
direct physical or psychological assessment of people with incapacity. It can also 
include specific investigations such as blood tests or brain scans. Such research 
interventions will carry with them different levels of potential inconvenience or 
discomfort. Informants are very likely to have the capacity to decide whether or not to 
participate. Assessments and many investigations of people with incapacity can only 
take place with their co-operation. 


281. The evidence we have received has highlighted the tension that exists between the 
potential benefits of research and the potential for abuse. The well-known abuse of 
vulnerable people through ‘medical’ experimentation led to the Helsinki Declaration by the 
World Medical Association in 1964. This Declaration identified the ethical principles that 
should guide research involving human participants (including those lacking capacity to 
consent). These principles have been regularly reviewed, most recently in Edinburgh in 
2000. Those engaged in medical research involving those who may lack capacity are 
obliged to adhere to these principles. 


282. Throughout our discussions we have considered the moral and ethical considerations 
of undertaking medical research on those with lacking capacity. Participation in medical 
research should be based on informed personal consent of the individual involved. We 
considered whether it is ever appropriate to involve people in medical research who are 
unlikely to be able to give such consent. We note, as described above, that research that 
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includes participants with specific illnesses or disorders is essential if new treatments are to 
be developed and assessed for effectiveness. This is as true for illnesses that might lead to 
incapacity (such as Alzheimer’s disease) as it was for usually non-mentally incapacitating 
disorders such as cancer. 


283. Dr Nathanson, Director of Professional Affairs, British Medical Association, told us 
that the lack of such a clause in the Bill would be “denying patients the possibility of a real 
benefit if they do not have the possibility of participating in research”.2°° However she 
recognised the difficulty of implementing such legislation and said it would have to be 
“extremely carefully constructed in a way that ensures that there is no possibility that 
individuals can be victimised or experimented on or exploited in any way, but providing 
one tries to build a structure to avoid that, and I think it is possible to make such a 
structure, then I think there are real benefits”.°°° When a person lacks the capacity to give 
consent, they should only be involved with medical research, if it is either in their best 
interests or if it is the only method of conducting research into their particular condition 
and everyone involved with the person is satisfied that this is a non-exploitative proposal 
which will not harm or distress the individual involved. 


284. We understand that some people with disorders that affect decision-making capacity 
would be capable of deciding whether or not to participate in research. However a 
proportion would not. The legal circumstances at present whereby such a person might be 
involved in research were uncertain as research could rarely be said to be in a participant’s 
immediate best interests and therefore research was not covered by the principles 
established through common law. We are concerned that if research were to take place in 
the absence of statute or any regulation the opportunity for abuse would be greater. It 
follows that the inclusion of statutory provisions governing such research would enable 
the ethical requirements that must underpin research involving people with incapacity 
to be clearly enshrined in statute. 


285. Our attention has also been drawn to the European Clinical Trials Directive 2001, 
which seeks to implement uniform rules on the clinical trials of medicinal products and to 
require member states to draft specific legislation to do this, including making provision 
for the involvement of individuals who cannot consent. While this Directive is limited to 
trials of pharmaceutical products, it is possible that future European Directives may extend 
to other forms of medical research and trials of innovative treatment. There is therefore an 
argument to include in the draft Bill requirements for the authorisation and supervision of 
research involving people without capacity to consent, in order to comply with the Clinical 
Trials Directive and any relevant future European Directives. 


286. We asked the BMA how such legislation could ensure that incapacitated people were 
not exploited. Dr Nathanson told us that “we would see the process as probably being 
based upon research ethics committees looking at protocols, fully understanding ...that 
one part of their remit is to make sure that individuals who cannot necessarily talk for 
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themselves or express their concerns - that it is their benefit and it is protecting them from 
exploitation”.°’” The BPS supported the existing role played by ethics committees, but told 
us that the decision-making process of committees could be enhanced by legislation. 
Inclusion in the draft bill would also provide consistency of standards adhered to by the 
various ethics committees in England*” 


287. The BPS told us that Local Research Ethics Committees (LRECs) should be given 
powers to reduce the risk of exploitation on incapacitated adults. They told us that “LRECs 
should be given a formal legislative framework for their rulings in this area. There will be 
occasions where the research would involve interviewing a relative or carer and would not 
present unnecessary risk or exploitation of the individual concerned. However the BPS 
believe that the Mental Incapacity Bill should specifically require LRECs to insist that 
individual proxy consent be obtained for research participation by incapacitated persons.*” 


288. We conclude that a clause should be included in the Bill to enable strictly- 
controlled medical research to explore the causes and consequences of mental 
incapacity and to develop effective treatment for such conditions. This clause must 
include rigorous protocols to protect incapacitated adults from being exploited or 
harmed. 


289. We therefore recommend that the Bill should set out the key principles governing 
research, such as those enshrined by the World Medical Association. Those key 
principles should include the following: 


e research involving people who may be incapacitated must be reviewed by a 
properly established and independent ethics committee and can only proceed if 
ethical permission is granted. 


e where a person has the capacity to consent then his decision whether or not to 
partake in research must be respected. 


e considerable care should be taken to ensure that under these circumstances 
consent to participate was freely given and not a consequence of coercion. 


e the inclusion of people in research, who lacked the capacity to consent, must 
only occur when such research has the potential for direct benefit to those with 
that particular problem and could not have been done through the involvement 
of those with capacity. 


e those undertaking research involving people lacking the capacity to consent 
must respect any indications that a person did not wish to participate (i.e. was 
dissenting). 


e any discomfort or risk involved in the research must be, at the most, minimal. 
307 Q249 (Dr Nathanson) 
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290. We further recommend that the Codes of Practice should set out the specific issues 
that ethics committees should be obliged to consider when any research includes people 
who may be incapacitated. These should include: 


e Whether the involvement of people who may be incapacitated is justified given 
the above. 


e Whether issues of consent and consultation with others has been properly been 
considered given the nature of the research. 


e Any other matters that seem relevant. 


291. We also recommend that the Codes of Practice should define the duties of research 
ethics committees in relation to incapacitated adults. The Codes of Practice should 
state that these committees must include people from outside the medical profession. 


16 Chapter 16: Advocacy 


The need for advocacy services 


292. There has long been recognition by disability groups, professionals, service providers 
and service users of the importance of advocacy and the valuable role it can play in 
supporting people with special needs to access services and enforce their rights. The need 
for and importance of advocacy services for people affected by the Bill’s provisions was 
reflected in the volumes of evidence we received, too numerous to identify all of them 
individually. In particular we were grateful for the background information on advocacy 
provided by the Making Decisions Alliance’!® and the graphic examples provided by 
People First*!!, Changing Perspectives*”’, Values into Action*'* and other self-advocacy 
groups’? demonstrating how advocacy has helped people with learning disabilities to make 
their views and wishes heard. We have also heard from organisations representing other 
groups of people with impaired capacity about the benefits of advocacy to their client 
groups.°'® All of these organisations stressed the need for a right to advocacy services, both 
to assist people with impaired capacity to make their own choices and have them respected, 
and also as an important safeguard to protect people from having control over their own 
lives taken away unnecessarily and in particular from the risk of abuse. 


293. The Association of Directors of Social Services*'* endorsed the need for advocacy 
services in order to “enhance the citizenship” of people with impaired capacity by enabling 
them to speak for themselves. Advocacy can also provide assistance to professionals in 
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carrying out their roles and responsibilities in relation to people with impaired capacity. 
The Law Society?!” described the role advocates can play in assisting people with capacity 
problems to give clear instructions to their lawyers, and said in summary: “we would say 
that [advocacy] is actually fundamental to enabling people with capacity difficulties to 
[obtain] access to justice.” Care UK*!® providers of residential care services suggested that 
potential conflicts, for example between carers and family members, could be avoided and 
resolved through the use of independent advocacy. 


294. Amongst the few witnesses to express doubt about the usefulness of advocacy was 
Rescare*!® who gave examples of poor quality advocates who were inexperienced in dealing 
with people with severe learning disabilities and who could potentially be influenced by 
their funding sources, such as the local authority. Rescare also counselled against the 
suggestion that parents and relatives could not act as advocates, since particularly for those 
with life-long incapacity, family members will have a “unique longitudinal knowledge of 
their needs, preferences etc”. 


295. The Government’s view of advocacy services, at least in relation to people with 
learning disabilities, has been summarised in the White Paper “Valuing People” as 
follows: 


“Effective advocacy can transform the lives of people with learning disabilities by 
enabling them to express their wishes and aspirations and make real choices. 
Advocacy helps people put forward their views and can play an active part in 
planning and designing services which are responsive to their needs. This applies to 
people with severe and profound disabilities and to the less severely disabled.” 


296. We are convinced that independent advocacy services play a essential role in 
assisting people with capacity problems to make and communicate decisions; helping 
them to enforce their rights and guard against unwarranted intrusion into their lives; 
providing a focus on the views and wishes of an incapacitated person in the 
determination of their best interests; providing additional safeguards against abuse and 
exploitation; and assisting in the resolution of disputes. 


A right to advocacy? 


297. The organisations who submitted evidence in support of advocacy services stressed 
the need for the Bill to provide a statutory right to advocacy for anyone affected by the 
Bill’s provisions. People First want “a mandatory right to an independent advocate 
whenever a person’s ability to make a decision is questioned”.*! The MDA*” 
recommended that Government funding should be provided to enable local authorities to 


317 Q634 (Mr Clements) 

318 Ey 245 MIB 1202 para 4.4 and Q674 (Mr Allen) 

319 Q688 (Dr Brook) and Ev 254 MIB 1217 page 3 

*° Department of Health, Valuing People: A new strategy for learning disability for the 215t century (2001), para 4.5 
321 Q662 (Mr Lee) 

322 Ey 85 MIB 1188 page 3 


81 


commission independent advocacy services to meet the needs of local people affected by 
the Bill. In particular, they recommended that the Bill should place a duty on health and 
social care professionals to involve an advocate “when key life-changing decisions need to 
be taken or when disputes around these situations arise”. In addition, the MDA suggests an 
independent advocate should be appointed for individuals who have no other formal or 
informal network of support. 


298. We were reminded that there is already provision in statute’? requiring local 
authorities to set up a formal system of authorised representatives for disabled people, to 
make representations about their need for services. However, this provision has never been 
implemented because of its resource and administrative implications. The Association of 
Directors of Social Services** confirmed to us that while local authorities already fund “a 
significant element of advocacy”, current resources would not extend to providing a 
national service. They pointed out that it would not be appropriate for social workers to act 
as advocates because of the need for independence - to be “completely outside of anybody 
who has control over resources” and to avoid conflicts of interest. 


299. More recently the Health and Social Care Act 2001** imposes a duty on the Secretary 
of State “to arrange, for the provision of independent advocacy services”, but such services 
will only extend to providing assistance to individuals in connection with complaints about 
healthcare services. While many Primary Care Trusts commission advocacy services, for 
example for users of mental health services (and may be required to make specialist 
advocacy provision for patients subject to compulsory treatment if the draft Mental Health 
Bill is implemented), the services provided cannot meet current demand let alone extend to 


all people lacking capacity. 


300. Our attention was drawn to recent developments in Scotland*’®, where local 
authorities are required to develop local advocacy strategies. An initiative promoted this 
year (2003) as part of the European Year of Disabled People is the creation of the Advocacy 
Safeguards Agency, funded by the Scottish Executive Health Department in furtherance of 
the Executive’s commitment to independent advocacy. The overall purpose of this agency 
is “to make sure that good quality independent advocacy is available to anyone in Scotland 


who needs it”.°?” 


301. In answer to a question* about the costs involved if a right to independent advocacy 
was included in the Bill, Health Minister Ms Rosie Winterton said “... quite frankly, it 
would be extremely difficult to envisage that there would be the scale of resources available. 
... To say that we could look at the whole range of people who would be covered by the Bill 
and imagine that in every case there may be an advocate would be unrealistic for us”. Lord 
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Filkin added that this would also be “undesirable” since in many situations within the 
decision-making structure created by the Bill, there will be no need for a formal advocate. 


302. We agree that it would be inappropriate for us to recommend that resources be 
committed to provide a statutory right to advocacy for all people affected by the Bill’s 
provisions. However, we recommend that a provision be included in the Bill, similar to 
that in the Health and Social Care Act 2001°”, to empower the relevant Ministers to 
arrange, to such an extent as is considered necessary to meet all reasonable 
requirements, for the provision of independent advocacy services to incapacitated 
adults affected by the Bill’s provisions. 


303. We recommend that the Government consider setting up an agency, similar to the 
Advocacy Safeguards Agency in Scotland, with the aim of promoting standards for 
good quality independent advocacy. 


304. We believe that these measures would serve to raise awareness of the importance of 
advocacy while facilitating, so far as available resources allow, the development of a range 
of advocacy services, including self-advocacy, citizen advocacy and professional advocacy, 
to meet the needs of incapacitated adult in a variety of situations. We see no conflict with 
the role which will continue to be taken by informal advocates (family, friends and 
neighbours) in promoting the interests of the people they care for. 


The role and status of advocates 


305. In paragraph 5 above, we set out the various ways in which advocates may provide 
assistance to a person with impaired capacity. In order to carry out these varied but 
essential roles, advocates must be recognised as having a valid status to be involved in 
decision-making processes and be allowed to represent the views and wishes of the person 
concerned. 


306. We recommend that the Codes of Practice produced under the Bill provide 
guidance on the appropriate use of advocacy services, in particular suggesting priority 
situations when it may be essential for an incapacitated person to have access to an 
advocate. 


Standards and quality of advocacy services 


307. Questions have been raised with us about as to how the standards and quality of 
advocacy services can be maintained.**° Many advocacy services have their own code of 
conduct*! through which individual advocates can be held to account. In particular, 
advocates must be aware of any potential conflicts of interests, either in relation to the 
person they are acting for or the source of their finances. Under the procedures we 
recommend in paragraph 302 above, Ministers could arrange for advocacy services to be 
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provided through the commissioning processes of local authorities and Primary Care 
Trusts. Such contracting arrangements could provide some means of monitoring and 
ensuring quality standards, so long as the independence of advocacy services from their 
funding sources can be maintained. The establishment of Advocacy Safeguards Agency as 
recommended in paragraph 303 would assist in evaluating services and promoting good 
practice. 


308. We recommend that all organisations commissioning or providing advocacy 
services to incapacitated adults should have satisfactory procedures in place to ensure 
that the standards and quality of independent advocacy services are monitored and 
maintained. 


17 Chapter 17: Resources 


309. We identified four aspects to the question of resources relating to the Bill. 
e What will the Bill cost? And will appropriate funding for the Bill be available? 


e What would be the cost of additions to the Bill which have been suggested by some 
witnesses — in particular, advocacy? 


e Are the necessary resources — such as staff — available to implement the Bill even if 
the necessary funding for the Bill is supplied? 


e What will be the size of the benefits (either in cost terms or terms of the impacts 
produced) generated by the Bill? 


What will the Bill cost? 


Estimate of costs when Bill was published 


310. Cabinet Office guidance*” says that when a Department presents a Bill to Parliament, 
it should produce a Full Regulatory Impact Assessment (RIA) setting out with some 
precision what the costs of the Bill will be. The Full RIA should build on a Partial RIA, 
produced during consultation on the Bill and setting out as definite estimates of cost as 
possible. 


311. When the Department presented the Bill to Parliament in June 2003, however, they 
provided no estimates of cost. The Bill was not accompanied by a Full RIA, but only by a 
Partial RIA and this did not contain any cost estimates at all. 


312. The Department told the Committee that they had Treasury agreement to publish the 
draft Bill before the resources required had been fully assessed and the costs settled. 


332 Better Policy Making: A Guide to Regulatory Impact Assessment, Cabinet Office, paragraphs 3.6, 3.7, 4.2 and 4.3 


Estimate of costs provided to the Committee 


313. The Department did not provide us with any estimates of costs until 16 October 2003. 
Even so, these late estimates appear to be highly provisional at best. In written evidence the 
Department told us that these figures ‘are very much initial estimates. Significant 
refinements are likely before the Bill is introduced to Parliament.** They also said: ‘Figures 
at this stage should be seen ... only as a rough indication of the likely scale of the cost of the 
Bill. 


314. The Association of Directors of Social Services (ADSS) told us that Local Authorities, 
on which many of the costs of the Bill will fall, had not done detailed work on costing the 
implications of the Bill. They told us that the Department for Constitutional Affairs and 
the Department of Health had only started talking to them in the last couple of months 
about costs and that they had a very long way to go before they would be able to make 
detailed estimates.** They claimed that consultation with the Department for 
Constitutional Affairs had not been adequate and that in most respects the process of 
consultation had not really begun.*** 


315. Given that the Bill has been under consideration for so many years, we fail to 
understand why the Department were not able to produce more accurate figures, and do 
not appear to have carried out adequate consultations on likely costs. We regret that the 
draft Bill was presented for Parliamentary scrutiny without an accompanying assessment 
of the resource implications. We were surprised that the Treasury should have apparently 
waived the requirement for a full resource impact assessment to accompany the draft Bill 
which placed us in the invidious position of having to carry out our scrutiny without any 
detailed indication of what the Bill might cost. 


Possible costs of the Bill 


316. Although provisional, the Department’s estimates do show that the cost of the Bill will 
be considerable. Set-up costs will be in the region of £17 million and on-going annual costs 
a further £18.5 million.*” Using these figures, we calculate that the present value of the 
costs of the Bill over a ten-year lifetime would be £171 million. 


317. The Department told us that these estimates do not take account of how much was 
already being spent on mental incapacity through the provision of legal advice and 
assistance and by the NHS and social care. But, although they had apparently been unable 
to find out what was being spent in these areas, they had conservatively assumed the 
expenditure as being zero in their cost estimates. Whatever this current expenditure turns 
out to be will therefore offset the estimated cost of the Bill. For this reason, the Department 
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told us: ‘It is likely that final cost estimates will be lower after [such] expenditure... has 
been taken into account.”*** 


Training 
318. The Department told us: 


“We have not anticipated that there would be significant costs arising from 
implementation because the Bill largely builds upon the current law and best 
practice.”**? 


319. However, the ADSS told us that: “The Bill has significant implications for service 
delivery and there will be costs associated with implementation.’ The ADSS pointed 
especially to training costs, which the Department has not explicitly included in its cost 
estimates. The ADSS said: 


“[T]here are considerable training implications for care staff. The arising practice 
issues need to be included in the new Social Work degree; and in the range of 
training for non-professionally affiliated staff. It should be noted that the majority of 
care staff will not have a professional qualification.”*”° 


They also said: 


‘Significant additional training resources will need to be deployed to ensure that staff 
operate within the framework of the Bill and Codes of Practice. This will include staff 
employed directly by local authorities, and those employed in voluntary, [sic] and 
independent sector who provide services under care contracts with local authorities.’ 


320. This evidence was reinforced by what we were told by the British Psychological 
Society's Division of Clinical Psychology (Scotland). Drawing on its experience with the 
Adults with Incapacity (Scotland) Act 2000, the Division anticipated ‘a requirement for a 
huge investment in training’. Without that investment, they warned that a wide range of 
local interpretations would develop, inevitably leading to inequity.” 


321. In addition, the Department themselves have subsequently told us that they estimate 
around 100,00 professionals will need training under the Bill.*”. 


Other implementation costs 


322. The ADSS forecast that, in addition to extra support costs, such as legal advice and 
preparation of papers for the Court of Protection: 
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“The introduction of the Bill could require a review of current assessment and care 
management practice, including risk assessment. These [sic] are concerns that the 
Bill could result in additional demands on Social Services from the public, relatives 
and friends, and other care professionals, to intervene in people’s lives when there 


are signs of mental incapacity.”** 


Appointment of Social Services Directors to make welfare decisions 


323. The ADSS referred to Clause 16 of the Bill, which allows for Directors of Social 
Services to be appointed to take welfare decisions on behalf of people with mental 
incapacity as well as financial decisions. ADSS told us that ‘the extension of the powers to 
welfare decisions is likely to result in additional demands on services which are already at 


capacity’. 


Legal aid 


324. The Department’s estimate of costs claims that additional legal aid costs arising from 
the Bill ‘would be restricted to serious, legal matters so should not increase significantly 
above current levels’*** But the Law Society of England and Wales told us in written 
evidence that: 


‘The stated objectives of this Bill will be greatly undermined by the lack of availability 
of public funding. The need for advance planning for the budget implications is 
brought to Parliament’s attention so that proper planning can take place and an 
appropriate enhancement to the legal aid budget identified.” 


325. Later, however, in their oral evidence to the Committee, the Law Society admitted 
that, since no major case of this kind had so far come before the Scottish courts, the legal 
costs might be less than they had feared. 


Savings 


326. The ADSS also told us that in some respects the Bill might produce savings or income: 
for example, if Local Authorities were allowed to levy charges on the property of mentally 
incapable people for whom they were acting as deputies. They also thought that the Bill 
might make it easier for Local Authorities to collect debt from people with incapacity and, 
in some circumstances, might minimise the need for Local Authority intervention by 
encouraging people to make advance arrangements for the contingency of mental 
incapacity.**° 
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Cost of Possible Additions to the Bill 


Advocacy 


327. Several witnesses recommended provision for people without capacity to be 
supported by independent advocates. For example, People First told us that there should be 
a mandatory right to an independent advocate whenever a person’s ability to make a 
decision is questioned.*” The ADSS also told us that the best interests of a person without 
capacity would be promoted by easy access to independent information, advice and 
advocacy. However, they emphasised that Local Authorities did not have the duty or the 
resources to secure the provision of support and advocacy. 


328. The Minister of State for Health, Ms Rosie Winterton, told us that the Department 
had not calculated what the costs would be if a facility for independent advocacy was added 
to the Bill. But she said that, given the range of decisions that would be taken under the Bill 
and the numbers of people involved, she thought that it was unlikely that the necessary 
resources would be available.* 


329. Although we support some extra provision for advocacy, we think that uncertainty 
about the extent of the Department's commitment to advocacy and lack of any 
information about the possible costs entailed further illustrates the problems of bringing 
the Bill forward before proper consultation on cost has been carried out. 


Will the resources be available to implement the Bill? 


330. Lord Filkin, the Parliamentary Under-Secretary of State, in a letter to the Chairman of 
the Committee, Lord Carter, on 16 October, said that work on how the Bill is to be 
implemented was still in progress: 


“Whilst pre-legislative scrutiny has been progressing my Department has been 
continuing to explore how the Bill might best be implemented. We have begun to 
map out the necessary processes that would bring effect to the Bill, processes 
required both by the Bill itself and accompanying non-statutory processes that would 
support it. To this end, I am working closely with colleagues, in particular at the 
Department of Health and also in discussion with the ODPM and DWP.”*” 


331. The ADSS raised concerns that Local Authorities might not have enough staff to 
implement the welfare provisions of the Bill.°° They told us that, even if they had the 
money, the problems of recruiting and training the social workers, trainers and 
administrative staff necessary to implement the Bill were such that it might not be easy to 
‘get the bodies’.*”! 
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332. The ADSS also pointed out that the Bill imposes no statutory duties for Local 
Authorities to act. Unless Local Authorities were given adequate resources by central 
government, they might decide not to implement certain parts of the Bill because they 
would be unable to divert the necessary resources from carrying out statutory 
obligations.**” 


333. The ADSS also claimed that Local Authorities would need to be assisted with the legal 
costs of proceedings before the Court of Protection under the Bill. The costs of one or two 


complex legal cases could come to more than the cost of a social worker.*”° 


334. The Minister of State for Health, Ms Rosie Winterton, told us that the Department for 
Constitutional Affairs and the Department of Health were still looking at the long term 
implications of the implementation of the Bill for health and social care staff and the 
training they would need. She said they were still trying to get a clearer idea of how many 
staff members and workers would be needed in health and social care as a result of the 
Bill? 


What will the benefits of the Bill be? 


335. Cabinet Office guidance on RIAs says that the Department when it presents a Bill to 
Parliament should produce an RIA with precise estimates of benefits. This should quantify 
and place a monetary value on all impacts. In the few cases where this is not possible then 
the amount of impact should be quantified (e.g.: numbers of people helped, degree of help 
provided) or at least detailed qualitative analyses of the benefits should be made. The 
guidance says: ‘[T]here needs to be enough analysis of impacts to enable Ministers to 
decide whether or not the benefits justify the costs and for any external scrutiny to take 
place[.]’ The guidance suggests ways in which benefits can be quantified —- for example, 
through surveys or using consultants to estimate benefits.**° 


336. The Department have listed the benefits they considered the Bill would produce. But 
they claim that these benefits would be impossible to quantify, although ‘they are 
undoubtedly important to the daily living of millions of people’.*°° The Department have 
provided no estimate of the quantum of benefit, even in the form of ranges of numbers of 
people affected or the degree of impact. Nor have they provided any detailed qualitative 
analysis of benefit. 


337. We are not convinced that no action could have been taken to quantify benefits or 
produce a qualitative analysis. The Cabinet Office guidance makes clear that benefits of 
many kinds can and should be appraised and we believe that an attempt ought to have 
been made to give us an appraisal of the likely material benefits of the Bill.*°” 
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338. We note that Lord Filkin told the Committee that part of the Department’s 
assessment on resourcing would be to consider to what extent best practice was currently 
met among care professionals and whether there was a gap between average and best 
practice.** This in itself involves an assessment of benefit, since one of the key benefits 
claimed for the Bill is that it will raise standards to the level of best practice which the 
Department are apparently intending to quantify. 


Conclusions 


339. The Department have not produced reliable estimates of the cost of the Bill or 
adequately consulted on likely costs. They have provisionally estimated a cost 
equivalent to a present value of £171m over ten years and some witnesses have 
identified still further costs. However, we recognise that not all the costs predicted by 
witnesses will necessarily add to the overall burden on taxpayers at national or local 
level; there may also very well be offsetting savings. 


340. Given that the Bill has been under consideration for so many years, we fail to 
understand why the Department were not able to produce more accurate figures and do 
not appear to have carried out adequate consultations on likely cost. We regret that the 
draft Bill was presented for Parliamentary Scrutiny without the accompanying 
assessments of the resource implications. We were also surprised and disappointed that 
the Treasury should have waived the requirement for a full resource impact assessment 
of costs and benefits to accompany the draft Bill. As a result of these factors, we have 
been placed in the invidious position of having to carry out our duty of scrutiny 
without any detailed indications of what the Bill might cost or what the quantum of 
benefits it will lead to might be. 


341. In the absence of such indications, we regret that we are unable to reach any 
conclusions on the resource impact of the Bill. Many of the benefits of social legislation 
are unquantifiable. Nevertheless, the Department’s failure to provide proper estimates 
of costs and likely benefits has impaired the process of pre-legislative scrutiny and 
made it impossible for us to judge whether the benefits of the Bill may outweigh its 
costs or whether the likely cost might benefit people without capacity more effectively 
in other ways. Nor is it clear to us whether adequate trained personnel will be readily 
available to ensure that the Bill is implemented effectively. We can only urge that these 
aspects are exposed to the most rigorous scrutiny when the Bill itself comes before both 
Houses. 





358 Q730 (Lord Filkin) 
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18 Chapter 18: Access to Information 


ACCESS TO INFORMATION 


342. Although it was not specifically raised with us in evidence, we noted that the draft Bill 
does not deal with Access to Information about those lacking capacity to make decisions. 
This seemed to us to be an important and potentially difficult issue which appeared to have 
implications for the way in which parts of the draft Bill might work out in practice. 


343. We presumed that those who lack capacity would be entitled to the same rights of 
confidentiality about their personal affairs as those who have capacity. But we wondered 
whether laws like the Data Protection Act or the conventions in professional guidance 
which enshrine that right might cause problems for those who are trying to help persons 
lacking capacity to take decisions in their best interests. 


344. We assumed that donees appointed to manage financial affairs under Lasting Powers 
of Attorney would have full rights of access to financial information about those for whom 
they have responsibility, as would Deputies appointed by the Court of Protection. But it 
was not clear whether donees and Deputies would have those same rights under the draft 
Bill to information related to medical and welfare decisions. 


345. We also foresaw problems for the wider range of persons whom the draft Bill 
envisages acting under the general authority on behalf of those lacking capacity. We noted 
that the draft Bill placed responsibility on them to consult with relevant bodies or persons 
in determining the incapacitated persons best interests. But, without such rights of access 
to information, those bodies or persons could feel bound to refuse them access which they 
needed to information regarded as confidential. 


346. This seemed to us to be likely to inhibit the simplified decision-making and enhanced 
consultation which the Bill was trying to encourage. It might well result in decisions being 
delayed while applications were made to the Court of Protection, which would in turn add 
to the Court’s workload. 


347. We thought it might create a particular problem for advocacy services, because they 
have no defined status under the draft Bill. We also wondered how it might affect the 
investigative powers of the Office of the Public Guardian or the effectiveness of the new 
Adult Protection Committees to be set up jointly by the Department of Health and the 
Home Office under the Government's “no secrets” policy. 


348. The Chairman therefore wrote to Lord Filkin, the Under-Secretary of State for 
Constitutional Affairs at the Department for Constitutional Affairs, with a copy to Mrs 
Rosie Winterton, the Minister of State at the Department of Health, seeking clarification 
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349. Lord Filkin replied acknowledging that access to information, confidentiality and data 
protection were both important and difficult issues for those lacking capacity. He stated 
that these issues did not feature, explicitly in the current draft Bill because they would 
“largely be dealt with by consequential amendments and by guidance” *° He added that 
consequential amendments would be included in the Bill when it was introduced.**! 


350. He went on to say that, according to guidance issued by the Information 
Commissioner, a request for access could be made, under the provisions of the Data 
Protection Act 1998, on behalf of someone lacking capacity where there was an Enduring 
Power of Attorney or authority from the Court of Protection. He indicated that this 
guidance might relate to access to clinical records by someone authorised under an 
Enduring Power of Attorney. But he added that “it would be wrong to assume that this will 
always encompass decisions about treatment and care”.*” He referred to orders made 
under the Data Protection Act which enable Court-representatives to request access to 
information on behalf of someone who is incapable “providing that certain information is 
not disclosed to the representatives” °° 


351. Lord Filkin acknowledged that the draft Bill proposed new wider functions under 
Lasting Powers of Attorney and for court-appointed Deputies. The Department intended 
to consult the Information Commissioner with a view to amending his guidance. The 
intention would be to allow requests for access to be made by persons having those powers. 
He added “consideration is being given to the extent to which financial LPAs should be 
able to access health and welfare information and vice versa”.*** He also promised to 
“revisit the 2000 Orders and consider whether these will require amendment in the light of 
the Bill.*® 


352. Lord Filkin also stated that the Department proposed to include powers in the Bill 
related to the health records of deceased persons. These would be similar to those of the 
Adults with Incapacity (Scotland) Act 2000 which enable those acting on behalf of persons 
without capacity who had an interest in the estate of a deceased person to have access to 
health records.*® 


353. Access to information by those acting under general authority was described by Lord 
Filkin as “more difficult because there is not one clear person with authority to act”. He 
suggested that the situation would be the same as that which currently applies to the 
Common Law: 


“At present information is shared on a ‘need to know basis and guidance for NHS 
staff, ‘Confidentiality: NHS Codes of Practice’, has now been published following a 





360 Ey 496 MIB 1225 
361 Ev 496 MIB 1225 
382 Ibid 
363 Ibid 
364 Ibid 
365 Ibid 
366 Ibid 


92 


public consultation. The Code has been endorsed by the British Medical Association, 
General Medical Council and the Information Commissioner and can be found at 
www.doh.gov.uk/confiden. Health and social care organisations operating under 
best practice have drawn up information sharing protocols. For example, the “No 
Secrets’ document requires Adult Protection Committees to draw up common 
agreements relating to confidentiality. 


“Where information is held under the common law duty of confidentiality, it must 
only be disclosed for the purposes that it was collected for unless there is explicit 
consent from the subject, a statutory basis for disclosure or a robust public interest 
justification for the disclosure. Regarding this latter justification, it is accepted that 
where there are concerns about abuse and vulnerable people are at risk, then absolute 


guarantees of confidentiality cannot be given”.*”” 


354, Finally, Lord Filkin said: 


“Our developing work on the Bill is leading us to examine further whether these 
current arrangements shown would be adequate under the Bill, perhaps 
supplemented by clear guidance or whether they will just have a fresh look at these 
policies. We will continue to investigate this”.°* 
355. This appears to us to be yet another area where the Department has introduced the 
draft Bill before taking full account of the potential implications. In this case, the issue is 
not mentioned on the face of the draft Bill at all. As with the preparation of draft Codes of 
Practice and adequate assessment of resource implications, it is quite clear that a great deal 
remains to be done which we would want to see done properly. But we are equally keen not 
to see the Bill unduly delayed. 


356. We regret that the Department do not appear to have adequately addressed the 
important, though admittedly complex, issues involving access to information to those 
acting on behalf of people lacking capacity. We welcome the Department’s assurance 
that work is in hand to resolve these issues and that consequential amendments will be 
included in the Bill when it is introduced. We hope that the implications can be 
thoroughly investigated and adequately tackled in the consequential amendments and 
in the Codes of Practice. But we also hope that this will not unduly delay presentation 
of the Bill. 


19 Chapter 19: Jurisdiction 


JURISDICTIONAL ISSUES 


357. We noted that the draft Bill made no reference to how, if implemented, those parts 
which are different from the current Scottish legislation might affect those domiciled in 
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one jurisdiction if decisions were required on behalf of somebody lacking capacity while in 
the other jurisdiction. Clearly this issue is not restricted to the draft bill however we felt it 
important to clarify the Government’s intentions in this area. We raised this during oral 
evidence given by Lord Filkin, Parliamentary Under-Secretary of State, Department for 
Constitutional Affairs, and Mrs Rosie Winterton, the Minister of State at the Department 
of Health.°® We gave a possible example of somebody living in England who had made an 
advance decision to refuse treatment and appointed a donee under an LPA who suffered a 
medical emergency and lost capacity while on holiday in Scotland. 


358. Ms Claire Johnston, the Head of Legal Advice and Legislation Division of the 
Department for Constitutional Affairs, described this as “one of the areas where the draft 
Bill does not cover the ground and will have to”. .Matching provisions of those of the 
Scottish Act would need to be added to the Bill before introduction. She intimated that the 
issue of domicile could be complicated by considerations of property ownership. But, as a 
general principle, the law of the country in which the person concerned was habitually 
resident should apply. Lord Filkin undertook to write to the Committee on that point.*”° 


359. The response was contained in Lord Filkin’s letter dated 7 November 2003 to Lord 
Carter in which he said: 


“our intention is to provide rules in the Bill to match those in the Adults with 
Incapacity Scotland Act 2000 and to be consistent with the Hague Convention on 
International Protection of Adults 2000. These provisions on private international 
are technical and will (be) inserted into the Bill for introduction”. *”! 


360. He added: 


“in relation to Lasting Powers of Attorney, the general position would be that an 
attorney appointed in England would be able to act on the incapacitated adult’s 
behalf in Scotland. In general the law that applies would be that of the incapacitated 
adult’s habitual residence at the time when the LPA was made. English law would be 
applied to matters such as whether the LPA is valid. However, the manner in which 
the attorney can make his decisions is likely to be governed by Scottish law. 


“In relation to the application of the advance directive (sic), the Scottish 
administrative and judicial authorities generally would apply Scottish law. The 
authorities are empowered to apply the law of England and Wales if it is in the 
adult’s best interests and if the circumstances demonstrate a substantial connection 
to England and Wales. The Scottish authorities would take an overall view of the 
situation. It may be more likely, where it is an emergency situation, that Scotland 
would take a pragmatic approach and apply its own law. That would mean the 
doctor in charge doing what is reasonable in the circumstances although the 
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incapacitated adult’s representative could apply to court for an order if they wished 


to do so”.*” 


361. We were rather surprised that the Department had not included in the draft Bill 
any consideration of the jurisdictional implications of the different Scottish legislation 
for those domiciled in one jurisdiction who suffer incapacity and require decisions to 
be made while in the other. We acknowledge that legal complexities might be involved 
in some cases and welcome the Department’s confirmation that they intend to provide 
adequately for this aspect in the Bill when it is introduced. 


20 Chapter 20: Change of Title 


362. Finally, several witnesses have suggested to us that the title “Mental Incapacity Bill” 
was inappropriate and had negative connotations. They argued that the draft Bill was 
intended to recognise and give effect to the right to make decisions. They preferred 
“Mental Capacity Bill” which they saw as a more accurate description of the Bill, as well as 
more positive and reassuring.*”’ 


363. We agree that the test of mental capacity, rather than incapacity, is central to the Bill. 
The question of perception is even more important. The Bill must strike the right note. It 
should avoid the pejorative implications of incapacity and instil confidence in those it is 
intended to serve. 


364. We looked at possible alternatives, such as “Assisted (or Proxy) Decision Making” but 
preferred the simple but accurate change from “Incapacity” to “Capacity”. We hope that 
such a change might also symbolise the much-needed change in public understanding and 
attitudes to which we refer in Chapter 1.°” 


365. Accordingly, we recommend that consideration be given to changing the Bill’s title 
to the “Mental Capacity Bill”. 


Conclusions and recommendations 


1. | We recommend that consideration be given to a new procedure for setting deadlines 
for Joint Committees carrying out pre-legislative scrutiny to enable them to give full 
and proper consideration to all the issues involved and to allow those wishing to 
offer evidence to the Committee a fair and adequate opportunity to do so. 
(Paragraph 22) 


2. We appreciate that this Inquiry has given the Government much more food for 
thought about the Bill. We also recognise that the difficulties and implications raised 
later in this Report will need to be dealt with in consequential amendments. 
Nevertheless, we would be extremely disappointed if the Government felt unable to 
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continue to give the Bill due priority. Those whom it is intended to help have waited 
long enough and deserve to have the benefits which the new legislation can bring in 
the very near future. (Paragraph 23) 


We concur with the widely-held view that a new Bill is needed to provide a 
comprehensive statutory framework for assisting those lacking capacity to make 
decisions for themselves wherever possible and for proper decisions to be made by 
others on their behalf where that is not possible. Even so, legislation can only go so 
far. It must be accompanied) by changes in attitude which recognise the rights of 
those lacking capacity and the need to instil respect and good practice in dealing with 
them. The Bill must aim to preserve a satisfactory balance between enablement and 
protection (Paragraph 30) 


We welcome the Department’s commitment to give further consideration to the 
possibility of incorporating a statement of principles on the face of the Bill. We 
believe that such a statement inserted as an initial point of reference could give 
valuable guidance to the Courts, as well as helping non-lawyers to weigh up difficult 
decisions. Evidence given to us indicates this would be welcome to a wide range of 
those who have to deal with the problems of substitute decision-making in practice. 
We also believe that such a statement would be valuable in helping to frame the 
Codes of Practice based on the Bill. (Paragraph 43) 


We further recommend that the statement of principles should include the 
following: 


Every adult has the right to make his/her own decisions and must be assumed to have 
capacity to do so unless it is proved otherwise 


Everyone should be encouraged and enabled to make his/her own decisions, or to 
participate as fully as possible in decision-making, by being given the help and support 
s/he needs to make and express a choice 


Individuals must retain the right to make what might be seen as eccentric or unwise 
decisions 


Decisions made on behalf of people without capacity should be made in their best 
interests, giving priority to achieving what they themselves would have wanted 


Decisions made on behalf of someone else should be those which are least restrictive of 
their basic rights and freedoms”. (Paragraph 44) 


Weare of the opinion that under the proper interpretation of article 2, the State has a 
secondary obligation to protect life, but an individual can choose not to uphold that 
right. Accordingly, the mechanisms under the draft Bill, which permit the refusal of 
consent to the carrying out or continuation of treatment, in accordance with the 
wishes of the patient, do not contravene article 2 of the European Convention on 
Human Rights. (Paragraph 53) 


Although we have made recommendations that access to the Court of Protection 
should be further enhanced for persons lacking capacity. we are of the opinion that 
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14. 


there are sufficient mechanisms provided under the draft Bill to ensure that persons 
lacking capacity receive a prompt, fair and public hearing. (Paragraph 57) 


Accordingly, we are of the opinion that the arguments put to the Committee that the 
draft Bill violates the rights enshrined in article 3 are without merit. In agreement 
with the Joint Committee on Human Rights, we conclude that the draft Bill provides 
sufficient safeguards to ensure that the right to be free from degrading treatment is 
protected. (Paragraph 61) 


We agree with the definition of capacity and the additional clauses under Clause 1 of 
the draft Bill. We support the principle of presumption of capacity which underpins 
the draft Bill. We note the functional approach adopted by the draft bill when allied 
to Best Interests is intended to provide protection to those lacking capacity. In this 
context, we believe that every effort should be made in both the Bill and in the Codes 
of Practice to ensure that this Bill is seen as enabling rather than restricting. 
(Paragraph 66) 


We recommend that the current clause 3 in the draft Bill before us becomes either 
clause 2 of any new draft, if our recommendations as to the inclusion of the general 
principle is accepted; or if not, then the current clause 3 should be clause 1 of any 
new draft Bill. This is because it better reflects the positive nature of the Bill’s purpose 
and will increase confidence in the operation of this legislation. (Paragraph 67) 


We see the need for recognising the issue of “general incapacity in the draft Bill in a 
way that will not undermine the primacy of the functional approach and have 
recommended accordingly. We endorse the criteria of capacity set out in Clause 2 of 
the draft Bill for assessing whether a person is unable to make a decision and 
therefore lacks capacity. But we recommend that consideration be given to 
recognising the issue of ‘general incapacity’ in the draft Bill in a way that will not 
undermine the primacy of the functional approach. (Paragraph 68) 


We recommend that the Codes of Practice should state clearly that all relevant 
parties must use appropriate strategies to maximise the chance that persons will have 
the capacity to make decisions. This might include using specific communication 
strategies, providing information in more accessible form, or treating an underlying 
mental disorder to enable a person to regain capacity. (Paragraph 70) 


We endorse the functional approach to the determination of incapacity and the need 
to demonstrate ‘an impairment of or a disturbance in the functioning of the mind or 
brain in asserting whether a person’s capacity is temporary or permanent. We do not 
see the need to distinguish in the Bill between the temporary or potentially 
permanent nature of incapacity. (Paragraph 71) 


We recommend that the Codes of Practice should set out clearly the need for 
evidence on both ‘ impairment of or disturbance in mental functioning’ and of lack 
of capacity, as defined in the draft Bill, and the appropriate means of determining 
that evidence in the best interests of the person concerned so that the criteria against 
which an appeal might be judged are transparent. (Paragraph 76) 
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We recommend that the Codes of Practice should make clear that those acting under 
the General Authority or an LPA must appreciate the concept of capacity/incapacity 
and be fully aware of the responsibilities thus placed on them when carrying out or 
assisting decision-making on behalf of any person who is considered incapacitated. 
While it would be unreasonable to expect all those acting under the General 
Authority to have the necessary knowledge to determine that person’s capacity to 
make any given decision, it reasonable to expect them to take appropriate advice and 
have appropriate people to assist them where necessary. The Codes of Practice must 
set out a framework on these matters which is readily understandable to lay persons. 
(Paragraph 77) 


We considered carefully the dilemma created when a person with apparent capacity 
was making repeatedly unwise decisions that put him/her at risk or resulted in 
preventable suffering or disadvantage. We recognise that the possibility of over- 
riding such decisions would be seen as unacceptable to many user groups. 
Nevertheless, we suggest that such a situation might trigger the need for a formal 
assessment of capacity and recommend that the Codes of Practice should include 
guidance on: 


whether reasonable doubt about capacity and the potentially serious consequences of 
not intervening indicated the need for an appropriate second opinion; 


circumstances in which the statutory authorities should be responsible for providing a 
level of support as a safeguard against abuse; and 


where there was genuine uncertainty as to capacity and an urgent decision was required 
to prevent suffering or to save life, the benefit of doubt would be exercised to act in that 
person’s best interests in relation to any assessment of capacity. (Paragraph 78) 


We take the view that the general principles set out at the start of the Bill should 
confirm that any act done for, or any decision made on behalf of a person who lacks 
capacity must be in the person’s “best interests”, and agree that statutory guidance on 
determining best interests should be included in the Bill. (Paragraph 83) 


We agree that no list of ‘best interest’ factors can ever be comprehensive or 
applicable in all situations. We therefore endorse the approach recommended by the 
Law Commission that a checklist of common factors to be considered in all cases 
should be set out in statute. However, it should be made clearer in the Bill that, in 
addition to these common factors, all other matters relevant to the particular 
incapacitated individual and the particular decision must also be considered. 
(Paragraph 85) 


In the context of the comprehensive decision-making framework created under the 
draft Bill, we concluded that the concept of benefit may be too prescriptive if added 
to the checklist. (Paragraph 86) © 


we concluded that the addition of the word personal to best interests would not 
provide any better clarification and indeed might cause confusion. (Paragraph 87) 
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We do not recommend any weighting or giving priority to the factors involved in 
determining best interests. It will be important for the Codes of Practice to provide 
guidance on how judgements about best interests may be reached, particularly where 
there are conflicting or competing concerns. (Paragraph 89) 


We seek reassurance that the form of words used in the Bill will require a person’s 
values to be given due weight. (Paragraph 90) 


We considered it would be too onerous on relatives, carers and other informal 
decision-makers to require an understanding of human rights legislation when 
determining best interests. The Codes of Practice and any Departmental guidance 
issued to the general public should explain the relevant human rights considerations. 
(Paragraph 91) 


We consider that specific provision should be made to confirm that consultation 
with people close to the incapacitated person will include consideration of their 
views on what is likely to be in that person’s best interests. In advance of the 
legislation anticipated on the status of civil partners we would expect the expression 
‘people close to’ to include civil partners. (Paragraph 92) 


We recommend that the drafting of Clause 4 be amended to impose a requirement 


on decision-makers to seek the least restrictive option, and to specify that, in 
determining best interests, account must be taken of all the factors set out in the 
checklist. (Paragraph 94) 


We take the view that a requirement on decision-makers to seek the least restrictive 
option would involve having to consider whether any intervention at all was 
necessary. We therefore see no need for a specific “no intervention” provision other 
than in relation to court proceedings. (Paragraph 96) 


We strongly recommend that the requirements of a standard of conduct be included 
in the Codes of Practice aimed at those exercising formal powers under the Bill. We 
also recommend that the Department should issue clearly understandable guidance 
to informal decision-makers on the standards of conduct expected. (Paragraph 98) 


We seek reassurance that a common law duty of care would apply to all decision- 
makers under the Bill and ask that consideration be given to imposing a duty of care 
through express statutory provision. Here, too, the Department will need to issue 
guidance to informal decision-makers on the expected standards of conduct. 
(Paragraph 99) 


We recommend that the Codes of Practice should explain more clearly the 
circumstances in which reasonable belief should be relied upon. (Paragraph 102) 


We recommend that clauses 6 and 7 be redrafted to clarify the legislative intent of the 
general authority, in order to counter what appear to be widespread 
misunderstandings of the concept and its purpose. It might also be helpful for the 
Department to consider an alternative to the term ‘general authority’ which would 
avoid its misleading connotations and clarify that it is intended to convey permission 
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to act in the incapacitated person’s best interests in circumstances currently covered 
by the Common Law. (Paragraph 111) 


We recommend that the Department should clarify the term ‘care’ in clause 6 (1) 
and in any guidance given under the Codes of Practice. (Paragraph 112) 


In addition, we recommend that a sustained and comprehensive training 
programme for professionals, and a public information campaign for informal carers 
should be implemented, in order to provide these groups with an accurate 
understanding of the general authority. (Paragraph 113) 


We recommend that in re-drafting clause 6 the Department should emphasise the 
over-riding importance of the best interests of the person concerned, as defined in 
clause 4. (Paragraph 115) 


We are concerned that the provision of the general authority should not undermine 
the ‘enabling’ ethos of the draft Bill (Paragraph 116) 


We recommend that a reasonable belief should be objectively held. (Paragraph 117) 


We strongly recommend a redrafting of the clauses concerning the general authority 
in order to clarify that its use is intended to be limited to day-to-day decision-making 
and emergency situations. (Paragraph 119) 


We recommend that the Codes of Practice relating to the general authority should 
include a specific reminder that all practicable steps must be taken to help an 
incapacitated person contribute towards the process of every decision made on their 
behalf, however minor. (Paragraph 123) 


We conclude that the Codes of Practice accompanying the draft Bill should 
emphasise that all persons undertaking actions or decisions under the general 
authority must be aware that they may subsequently be called upon to justify their 
actions. They should therefore maintain sufficient records in order to be able to show 
that their actions were reasonable and in the best interests of the person in question. 
(Paragraph 125) 


We disagree with Lord Filkin’s assessment. We recommend that consideration be 
given to imposing a statutory requirement for an independent second medical 
opinion to be sought in relation to the need for serious or invasive forms of medical 
treatment. Furthermore we conclude that greater availability of advocacy services 
would provide a counter to the potential for an excessive or inappropriate use of the 
general authority (Paragraph 127) 


We recommend that the Bill makes provision for a Regulation making power to 
enable further specific decisions to be excluded from the general authority and 
therefore always taken to the Court of Protection. This should include: 


e those decisions currently requiring court authorisation such as requests for the 


sterilisation of people lacking the capacity to consent; 
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the withdrawal of artificial nutrition and hydration from patients in a persistent 
vegetative state; 


any procedure of an experimental kind that might carry significant benefits but which 
also carries significant risks (a situation exemplified by recent attempts to treat a person 
with new variant CJD); and, 


significant decisions concerning the management of an incapacitated person’s financial 
affairs. (Paragraph 129) 


We recommend that a right to a second opinion in cases of disagreement which have 
not been resolved through discussion be included on the face of the draft Bill. 
(Paragraph 130) 


We accept the value of mediation services and would like to see reference in the 
Codes of Practice accompanying the draft Bill to their utility as an alternative 
mechanism of dispute resolution. In situations where strong disagreements remain 
over what is in a person's best interests, the dispute should always be referred to the 
Court of Protection. (Paragraph 131) 


We recommend that clause 7 be redrafted to specify that detention can only be 
justified in a situation of urgency (including an emergency) and that the period of 
detention should be as short and least restrictive as possible. (Paragraph 132) 


We welcome Lord Filkin’s acknowledgement that the Department needs to look 
again at the way in which the general authority is set out in the draft Bill. Unlike the 
Adults with Incapacity (Scotland) Act 2000 the general authority ensures that all 
decisions relating to personal care and health matters are brought within a statutory 
framework. Despite our concerns, we are convinced that with greater clarification of 
the intention and scope and with wider and more rigorous safeguards, the general 
authority would significantly improve the legislative framework for substituted 
decision making in England and Wales. (Paragraph 133) 


We recommend that the Bill should make clear whether it is intended that personal 
welfare decisions, excluding those relating to medical treatment, may be taken when 
a donor retains capacity. Further, clarification of the extent and limitation of the 
powers, as well as adequate guidance and training for donees, are also strongly 
recommended. (Paragraph 144) 


Whilst we support the intention of the draft Bill to allow individuals the freedom to 
choose their donee(s) when making an LPA, we recommend that further guidance is 
provided to warn donors of the potential for conflict. Furthermore, we recommend 
the inclusion, in Codes of Practice, of an additional safeguard mechanism by which 
the Court of Protection or the Public Guardian could monitor the use of LPAs with a 
view to preventing the abuse and exploitation of a donee's powers. (Paragraph 150) 


We strongly recommend that an express duty of care is incorporated into the draft 
Bill in respect of donees acting under an LPA (and for Court Appointed Deputies). 
We further consider that a greater degree of accountability is required from those 
groups in order to limit the potential for abuse of their powers and therefore, we 
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recommend the exploration of effective methods to achieve that end. In particular, 
we recommend that specific requirements in the form of a standard of conduct 
should be included in the Codes of Practice, aimed at those exercising formal powers 
under the draft Bill. (Paragraph 154) 


We have concluded that the proposed system requiring the registration of LPAs 
before use will assist in monitoring the use of LPAs and detecting possible abuse. 
However, we recommend that donees should be placed under an obligation to notify 
both the donor and the Public Guardian that the donor is, or is becoming 
incapacitated, thereby putting this information on the public record and opening it 
up to challenge. We further recommend that guidance should be provided to assist 
financial institutions to deal with the operational realities of LPAs. (Paragraph 157) 


We believe that the additional safeguard of requiring two additional persons to 
witness the certification of capacity should be included where there are no named 
persons for notification of the registration of an LPA. (Paragraph 159) 


We recommend that further guidance should be provided to assist the Court of 
Protection in deciding when a single order is more appropriate than the 
appointment of a deputy. (Paragraph 164) 


We strongly recommend that further consideration is given to the provision of 
independent advocacy services and other means of enabling people lacking capacity 
to participate as fully as possible in any hearing affecting their rights and 
entitlements. (Paragraph 170) 


We seek assurances that public funds will be made available to ensure that the Court 
of Protection is sufficiently accessible for those with limited assets. Furthermore, we 
seek clarification as to the types of cases for which legal aid will be provided to 
mentally incapacitated applicants and alternative remedies for those cases which will 
not qualify. (Paragraph 173) 


We believe that further guidance is required for deputies as to the standard of 
conduct they must maintain in the operation of their duties. (Paragraph 180) 


We strongly urge that the provisions allowing deputies to consent to treatment be 
restricted to exclude the withdrawal or refusal of life-sustaining treatment. Unless 
there is a valid LPA or advance decision expressing the individual’s wishes in relation 
to the subject, decisions relating to the carrying out or continuation of life-sustaining 
treatment should be referred to the Court of Protection for determination. 
(Paragraph 184) 


The Committee strongly recommend that it should be made clear on the face of the 
Bill which decisions or acts should fall under the remit of a court appointed deputy 
and not under the general authority. Furthermore, guidance should be provided to 
family members, carers and others exercising the general authority as to the point at 
which it would be appropriate to apply to the Court of Protection for the 
appointment of a deputy. (Paragraph 187) 
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We recommend that the Bill should permit the making of advance decisions to 
refuse treatment. We recognise the genuine and deeply-felt concern of those who 
have moral objections to any decision being taken that could end life, but that right is 
recognised in law for those who are capable of making such decisions and we think it 
is right that the Bill should provide for those who wish to do so to have the legal 
means to have that decision respected should they become incapable. In doing so, the 
Bill should aim to set standards for good practice and ensure a means of challenge 
under circumstances where there were disagreements that could not be resolved 
(Paragraph 203) 


Many of the fears which have been raised with us about possible connections 
between the draft Bill and euthanasia appear to be misplaced. Nevertheless, in 
acknowledgment of the strength of feeling that clearly exists on this issue and in the 
hope that such misplaced fears do not detract attention from the many worthwhile 
aspects of the draft Bill, we recommend that additional assurance should be offered 
by the inclusion of a paragraph in the Statement of Principles we have 
recommended, or by an additional clause in the Bill, to make clear that nothing in 
the Bill permits euthanasia or alters the law relating to it. (Paragraph 204) 


In most circumstances we believe that it would be reasonable for the Bill to require 
that advance decisions to refuse treatment should be recorded in writing and 
witnessed by two independent persons having no financial interest in that person’s 
estate. An exception might, however, be made where the decision was taken during 
ongoing medical treatment in which case it should be recorded by the doctor in 
charge of the treatment in the patients notes and independently witnessed. We 
believe that all individuals should be encouraged to register their advance decision 
with their doctors. (Paragraph 205) 


We recognise that advance decisions which they may not otherwise wish to make 
may be made by those suffering from depression, stress or other conditions that 
would affect their judgment. We also fully appreciate the potential for coercion or 
other malevolent actions on the part of others to secure advance decisions from 
vulnerable people. We therefore recommend that the Codes of Practice should 
require doctors to satisfy themselves that any advance refusal of treatment is valid 
and applicable. (Paragraph 206) 


We also recommend that the Department should issue sensitive public guidance 
designed to promote better understanding of what is involved in making advance 
decisions. This should explicitly state that any advance decision to refuse treatment 
should be made voluntarily. It should also include encouragement to seek 
appropriate professional advice before making such decisions, aimed at ensuring that 
they were made in the full knowledge and understanding of any relevant medical 
factors and written in an appropriate form. The Departmental guidance might 
include a suitable specimen pro-forma. It should also encourage them to update such 
decisions regularly, especially in the light of relevant medical developments. 
(Paragraph 207) 


We also recommend that the Codes of Practice should set out what should be 
considered by any doctor, when treating a person who is incapacitated and who is 
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known to have made an advance decision, in determining whether such an advance 
decision is valid and appropriate. The Code should also state that, under these 
circumstances, any reasons why such an advance decision was considered valid, 
invalid or inappropriate must be recorded in that person’s health records. (Paragraph 
208) 


We believe that clause 24(4) in the draft Bill is sufficient to address the specific 
concern about new and unanticipated treatments becoming available which might 
have a bearing on an advanced decision. We recommend that specific guidance on 
this be given in the Codes of Practice. (Paragraph 209) 


We believe that people, whether incapable or not, have the right to expect that they 
will be cared for to the highest standards. We recommend that the Codes of Practice 
should explicitly state that the duties and responsibilities placed on health 
professionals must apply equally to capable and incapacitated people. No assumption 
should be made that life has less value for the latter. (Paragraph 210) 


We recommend that the Bill should seek to draw a distinction between basic care 
(which would include the giving of nutrition and hydration by normal means as well 
as actions to assist general hygiene and comfort), and the use of artificial means of 
nutrition and hydration, such as drips or naso-gastric tubes. We support the view 
that the former falls outside what is normally considered to be treatment and should 
always be available to people whereas the latter should be regarded as treatment in 
that the decision to use such artificial means is a clinical one to be made in 
accordance with best professional practice, and in the best interests of the patient 
concerned, and having consulted those specified in Clause 4 (2)(d). (Paragraph 211) 


We further recommend that the use of such artificial means should be determined by 
the doctors concerned in consultation where possible with the patient’s family, 
friends or recognised representatives, on the basis of that patient’s best interests and 
having due regard to previously expressed wishes given in any advance decision. If a 
valid and clearly expressed wish not to have artificial means of nutrition and 
hydration is expressed, and the advance decision is otherwise valid, then that wish 
should be respected. (Paragraph 212) 


We recommend that priority should be given to introducing the Mental Incapacity 
Bill so that account can be taken of these provisions in framing new mental health 
legislation. (Paragraph 217) 


We recommend that the drafting of Clause 27 be amended to clarify its intended 
purpose. (Paragraph 219) 


We recommend that the Codes of Practice include clear guidance to govern the 
choice of legal powers to provide treatment for mental disorder of people lacking 
capacity to consent. (Paragraph 222) 


We request clarification as to whether it is intended to incorporate additional 
safeguards for compliant incapacitated patients into the draft MI Bill if there is likely 
to be a delay in implementing the provisions proposed in Part 5 of the draft Mental 
Health Bill. (Paragraph 225) 
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We recommend that the provisions for obtaining a second opinion currently 
available to patients detained under the Mental Health Act should be extended to 
compliant incapacitated patients requiring specified forms of treatment for mental 
disorder or for physical conditions, whether in hospital or in the community. The 
Bill should include a regulation making power to specify the types of treatment 
requiring a second opinion, which can be amended as new treatments are developed. 
(Paragraph 227) 


Although we re-iterate our anxiety to keep up the momentum and ensure that 
introduction of the Bill is not unduly delayed, we recommend that the Bill should not 
be introduced to Parliament until it can be considered alongside comprehensive 
draft Codes of Practice. (Paragraph 229) 


We agree that only those acting in a professional capacity or for remuneration 
should be under a duty to abide by the Codes of Practice. However, we believe that 
family members and carers should be strongly encouraged to follow the Codes of 
Practice. (Paragraph 232) 


Given the diverse range of situations which will be covered by the statutory 
framework for decision-making imposed by the Bill, we consider that the processes 
and requirements relating to assessment of capacity would be most appropriately 
dealt with in a Codes of Practice, as required under Clause 30(1)(a). (Paragraph 245) 


The Codes of Practice will need to cover, amongst other matters, the concept of best 
interests itself; the processes and issues involved in considering the factors set out in 
the Checklist in Clause 4 (including ethical issues such as confidentiality); 
suggestions of the types of additional factors which may be relevant in different 
situations and guidance on weighing up competing or conflicting concerns. 
(Paragraph 247) 


The Codes of Practice will need to include, amongst other matters, a clear 
explanation of the general authority as the means whereby practical and legally 
relevant decisions can be made, in a manner that is enabling and respectful of the 
person lacking capacity; guidance and examples setting out when it might be 
“reasonable” to act; the scope of the authority and how it links with other decision- 
making powers; and the requirement for all decision-makers to be fully accountable 
for their actions. (Paragraph 249) 


We recommend that specific requirements of a standard of conduct be included in 
the Codes of Practice aimed at those exercising formal powers under the Bill. 
(Paragraph 252) 


We recommend that the Codes of Practice should provide details of the OPG’s 
supervisory role and the‘sanctions which may apply in the event of non-compliance 
with the codes. (Paragraph 253) 


we recommend that the Court’s powers should include the power to remove a donee 
or deputy who is acting incompetently or failing to comply with the guidance given 
in the Codes of Practice as to the expected standard of conduct. It should be made 
clear to decision-makers that if their behaviour falls below the standard of conduct 
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set out in the Codes of Practice, the court has power to remove them as attorneys or 
deputies and if their conduct is criminal, they will face the prospect and 
consequences of prosecution. (Paragraph 254) 


We strongly recommend that the statutory authorities should be given additional 
powers of investigation and intervention in cases of alleged physical, sexual or 
financial abuse of people lacking the capacity to protect themselves from the risk of 
abuse. (Paragraph 266) 


We recommend that Clause 31 be extended to include the misappropriation of the 
person’s property and financial assets. (Paragraph 272) 


We understand that properly-constituted medical research is the process whereby 
knowledge about a specific disorder or problem is obtained in order to inform the 
development of new treatments or support strategies that can then be demonstrated 
to be effective or not through the use of controlled trials. Such information is 
essential if new treatments are to be developed and if the National Institute of 
Clinical Excellence (NICE) is to advise whether those treatments should be freely 
available. If properly-regulated research involving people who may lack capacity is 
not possible then treatments for incapacitating disorders will not be developed. 
(Paragraph 276) 


We are aware of the stringent arrangements necessary before any medical research, 
particularly that involving human participation, can take place. Most importantly, 
there is a requirement that all research must be submitted to an ethics committee for 
their approval. These ethics committees always include lay representation and 
specifically address significant ethical questions such as that of informed consent. 
(Paragraph 277) 


We are aware that research sanctioned by the ethics committees will vary in its 
invasiveness. It may extend from no more than asking questions of informants to the 
direct physical or psychological assessment of people with incapacity. It can also 
include specific investigations such as blood tests or brain scans. Such research 
interventions will carry with them different levels of potential inconvenience or 
discomfort. Informants are very likely to have the capacity to decide whether or not 
to participate. Assessments and many investigations of people with incapacity can 
only take place with their co-operation. (Paragraph 280) 


It follows that the inclusion of statutory provisions governing such research would 
enable the ethical requirements that must underpin research involving people with 
incapacity to be clearly enshrined in statute. (Paragraph 284) 


We conclude that a clause should be included in the Bill to enable strictly-controlled 
medical research to explore the causes and consequences of mental incapacity and to 
develop effective treatment for such conditions. This clause must include rigorous 
protocols to protect incapacitated adults from being exploited or harmed. 
(Paragraph 288) 
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We therefore recommend that the Bill should set out the key principles governing 
research, such as those enshrined by the World Medical Association. Those key 
principles should include the following: 


research involving people who may be incapacitated must be reviewed by a properly 
established and independent ethics committee and can only proceed if ethical 
permission is granted. 


where a person has the capacity to consent then his decision whether or not to partake 
in research must be respected. 


considerable care should be taken to ensure that under these circumstances consent to 
participate was freely given and not a consequence of coercion. 


the inclusion of people in research, who lacked the capacity to consent, must only occur 
when such research has the potential for direct benefit to those with that particular 
problem and could not have been done through the involvement of those with capacity. 


those undertaking research involving people lacking the capacity to consent must 
respect any indications that a person did not wish to participate (i.e. was dissenting). 


any discomfort or risk involved in the research must be, at the most, minimal. 
(Paragraph 289) 


We further recommend that the Codes of Practice should set out the specific issues 
that ethics committees should be obliged to consider when any research includes 
people who may be incapacitated. These should include: 


Whether the involvement of people who may be incapacitated is justified given the 
above. 


Whether issues of consent and consultation with others has been properly been 
considered given the nature of the research. 


Any other matters that seem relevant. (Paragraph 290) 


We also recommend that the Codes of Practice should define the duties of research 
ethics committees in relation to incapacitated adults. The Codes of Practice should 
state that these committees must include people from outside the medical profession. 
(Paragraph 291) 


We are convinced that independent advocacy services play a essential role in 
assisting people with capacity problems to make and communicate decisions; 
helping them to enforce their rights and guard against unwarranted intrusion into 
their lives; providing a focus on the views and wishes of an incapacitated person in 
the determination of their best interests; providing additional safeguards against 
abuse and exploitation; and assisting in the resolution of disputes. (Paragraph 296) 


We agree that it would be inappropriate for us to recommend that resources be 
committed to provide a statutory right to advocacy for all people affected by the Bill’s 
provisions. However, we recommend that a provision be included in the Bill, similar 
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to that in the Health and Social Care Act 2001, to empower the relevant Ministers to 
arrange, to such an extent as is considered necessary to meet all reasonable 
requirements, for the provision of independent advocacy services to incapacitated 
adults affected by the Bill’s provisions. (Paragraph 302) 


We recommend that the Government consider setting up an agency, similar to the 
Advocacy Safeguards Agency in Scotland, with the aim of promoting standards for 
good quality independent advocacy. (Paragraph 303) 


We recommend that the Codes of Practice produced under the Bill provide guidance 
on the appropriate use of advocacy services, in particular suggesting priority 
situations when it may be essential for an incapacitated person to have access to an 
advocate. (Paragraph 306) 


We recommend that all organisations commissioning or providing advocacy services 
to incapacitated adults should have satisfactory procedures in place to ensure that the 
standards and quality of independent advocacy services are monitored and 
maintained. (Paragraph 308) 


The Department have not produced reliable estimates of the cost of the Bill or 
adequately consulted on likely costs. They have provisionally estimated a cost 
equivalent to a present value of £171m over ten years and some witnesses have 
identified still further costs. However, we recognise that not all the costs predicted by 
witnesses will necessarily add to the overall burden on taxpayers at national or local 
level; there may also very well be offsetting savings. (Paragraph 339) 


Given that the Bill has been under consideration for so many years, we fail to 
understand why the Department were not able to produce more accurate figures and 
do not appear to have carried out adequate consultations on likely cost. We regret 
that the draft Bill was presented for Parliamentary Scrutiny without the 
accompanying assessments of the resource implications. We were also surprised and 
disappointed that the Treasury should have waived the requirement for a full 
resource impact assessment of costs and benefits to accompany the draft Bill. As a 
result of these factors, we have been placed in the invidious position of having to 
carry out our duty of scrutiny without any detailed indications of what the Bill might 
cost or what the quantum of benefits it will lead to might be. (Paragraph 340) 


In the absence of such indications, we regret that we are unable to reach any 
conclusions on the resource impact of the Bill. Many of the benefits of social 
legislation are unquantifiable. Nevertheless, the Department’s failure to provide 
proper estimates of costs and likely benefits has impaired the process of pre- 
legislative scrutiny and made it impossible for us to judge whether the benefits of the 
Bill may outweigh its costs or whether the likely cost might benefit people without 
capacity more effectively in other ways. Nor is it clear to us whether adequate trained 
personnel will be readily available to ensure that the Bill is implemented effectively. 
We can only urge that these aspects are exposed to the most rigorous scrutiny when 
the Bill itself comes before both Houses. (Paragraph 341) 
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We regret that the Department do not appear to have adequately addressed the 
important, though admittedly complex, issues involving access to information to 
those acting on behalf of people lacking capacity. We welcome the Department's 
assurance that work is in hand to resolve these issues and that consequential 
amendments will be included in the Bill when it is introduced. We hope that the 
implications can be thoroughly investigated and adequately tackled in the 
consequential amendments and in the Codes of Practice. But we also hope that this 
will not unduly delay presentation of the Bill. (Paragraph 356) 


We were rather surprised that the Department had not included in the draft Bill any 
consideration of the jurisdictional implications of the different Scottish legislation for 
those domiciled in one jurisdiction who suffer incapacity and require decisions to be 
made while in the other. We acknowledge that legal complexities might be involved 
in some cases and welcome the Department’s confirmation that they intend to 
provide adequately for this aspect in the Bill when it is introduced. (Paragraph 361) 


we recommend that consideration be given to changing the Bill’s title to the “Mental 
Capacity Bill”(Paragraph 365) 
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Annex: Press Notice issued on 17 July 2003 


The two Houses of Parliament have established a Joint Committee on the Draft Mental 
Incapacity Bill, which was published by the Government on 27 June 2003 (Cm 5859). The 
text of the draft Bill can be found at: 


http://www. parliament.uk/parliamentary_committees/jcmib.cfm 


The remit of the Committee is to consider the draft bill, and to report on it to both Houses 
by the end of November 2003. The Committee will proceed in the normal manner of Select 
Committees, by holding hearings and receiving written evidence. The Committee will 
publish a report making recommendations. 


Membership 
The members of the Committee are as follows: 
Lord Carter (Labour) Chairman 


Baroness Barker (Liberal Democrat) 

Baroness Fookes (Conservative) 

Baroness Knight of Collingtree (Conservative) 
Baroness McIntosh of Hudnall (Labour) 

Lord Pearson of Rannoch (Conservative) 
Lord Rix (Crossbencher) 

Baroness Wilkins (Labour) 


Mr John Bercow MP (Conservative, Buckingham) 

Mrs Angela Browning MP (Conservative, Tiverton and Honiton) 
Mr Paul Burstow MP (Liberal Democrat, Sutton and Cheam) 
Jim Dowd MP (Labour, Lewisham West) 

Stephen Hesford MP (Labour, Wirral West) 

Mrs Joan Humble MP (Labour, Blackpool North and Fleetwood) 
Huw Irranca-Davies MP (Labour, Ogmore) 

Laura Moffatt MP (Labour, Crawley) 


At its first meeting on Tuesday 15 July, the Committee elected Lord Carter as Chairman. 
The Committee expects to start taking oral evidence in September. The programme of such 
evidence sessions will be announced nearer the time. 


CALL FOR EVIDENCE 


The Joint Committee invites interested organisations and individuals to submit written 
evidence as part of its inquiry into the Draft Mental Incapacity Bill. Submissions, reflecting 
the guidance on written evidence given in this press notice, should reach the Committee as 
soon as possible and must be submitted at the latest by Monday 1 September. 
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Scope of the Committee's inquiry 


The Joint Committee expects to concentrate its Inquiry on the following themes in relation 
to the structure and content of the draft Bill: 


e Was the consultation process preceding the publication of the draft Bill adequate and 
effective? 


e Are the objectives of the draft Bill clear and appropriate? 
e Does.the draft Bill meet those objectives adequately? 
e Are the proposals in the draft Bill workable and sufficient? 


e Might lessons be learned from similar legislation already implemented in Scotland or 
elsewhere? 


e Are there relevant issues not covered by the draft Bill which it should have addressed? 
e In what other ways might the draft Bill be improved? 
Written evidence 


All written evidence should be submitted to the Joint Committee no later than Monday 1 
September. Given the limited time available for the submission of evidence and for the 
completion of the Committee's work, written evidence should be short and should 
concentrate on the major issues arising from the draft Bill. 


If appropriate, written evidence should contain a brief introductory paragraph setting out, 
any experience of the persons or organisations submitting it relevant to the Bill. 


Submissions should take the form of a memorandum and should have numbered 
paragraphs. An indicative length would be 1,000- 1,200 words. Memoranda which exceed 
five pages should be accompanied by a one-page summary. Submissions may be 
accompanied by background material (perhaps already published elsewhere) which would 
not be reprinted by the Joint Committee. 


We wish to receive written evidence, if possible in MS Word or rich text format, by e-mail 
to scrutiny@parliament.uk. A single hard copy (single-sided, unbound) should also be sent 
to Francene Graham, Scrutiny Unit, Room G10, House of Commons, London SW1P 3JA. 
Fax 020 7219 8381. 


Once written evidence has been submitted it becomes the property of the Committee. 
Those who have submitted written evidence to the Joint Committee are welcome to 
publish their evidence themselves (for example, by placing it on their own website). But it 
must not be published until after the Joint Committee has acknowledged receipt of the 
evidence. It must also be made clear that the document was prepared as evidence to the 
Joint Committee. Written submissions from those giving oral evidence will be available at 
the relevant hearing. Written evidence from others will either be published by the 
Committee with its final Report or placed in the public domain when that Report is 
published. Individuals and organisations considering submitting information to the 
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Committee that they would wish the Committee to treat as confidential should consult the 
Clerks in advance, initially by sending an e-mail to the address given above. 


Further notices will be issued shortly, indicating how the Committee will proceed. 
Ask to be added to the mailing list for future notices. 


Contact: Francene Graham Committee Assistant to the Joint Committee on the Draft 
Mental Incapacity Bill Room G10 7 Millbank House of Commons London SW1A 0PW 


Or email: scrutiny@parliament.uk 
Tel: 020 7219 8387 
Fax: 020 7219 8381 
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Formal minutes 


Extract from House of Lords Minute of 12 June 2003 


Mental Incapacity—It was moved by the Lord Privy Seal (Lord Williams of Mostyn) that it 
is expedient that a Joint Committee of Lords and Commons be appointed to consider and 
report on any draft Mental Incapacity Bill presented to both Houses by a Minister of the 
Crown, and that the Committee should report on the draft Bill by the end of October 2003; 
the motion was agreed to and a message was ordered to be sent to the Commons to 
acquaint them therewith. 


Extract from Votes and proceedings of the House of Commons 10 July 2003 


Draft Mental Incapacity Bill (Joint Committee),-Ordered, That the Lords Message of 13th 
June relating to a Joint Committee of both Houses to consider and report on any draft 
Mental Incapacity Bill presented to both Houses by a Minister of the Crown be now 
considered. 


That this House concurs with the Lords that it is expedient that a Joint Committee of 
Lords and Commons be appointed to consider and report on any draft Mental 
Incapacity Bill presented to both Houses by a Minister of the Crown, and proposes 
that the Committee should report on the draft Bill by the end of November 2003. 


That a Select Committee of eight honourable Members be appointed to join with the 
Committee appointed by the Lords to consider any draft Mental Incapacity Bill. 


That the Committee shall have power- 

(i)to send for persons, papers and records; 

(ii) to sit notwithstanding any adjournment of the House; 

(iii) to report from time to time; 

(iv) to appoint specialist advisers; 

(v) to adjourn from place to place within the United Kingdom; and 


That Mr John Bercow, Mrs Angela Browning, Mr Paul Burstow, Jim Dowd, Stephen 
Hesford, Mrs Joan Humble, Huw Irranca-Davies and Laura Moffatt be members of 
the Committee-(Charlotte Atkins.) 


Message to the Lords to acquaint them therewith. 
Extract from House of Lords Minute of 11 July 2003 


Mental Incapacity—It was moved by the Chairman of Committees that the Commons 
message of yesterday be now considered, and that a Committee of eight Lords be 
appointed to join with the Committee appointed by the Commons, to consider and 
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report on any draft Mental Incapacity Bill presented to both Houses by a Minister of the 
Crown; 


That, as proposed by the Committee of Selection, the Lords following be named of the 
Committee: 


B. Barker B. McIntosh of Hudnall 
L. Carter. L. Pearson of Rannoch 
B. Fookes L. Rix 

B. Knight of Collingtre B. Wilkins; 


That the Committee have power to agree with the Commons in the appointment of a 
Chairman; 

That the Committee have leave to report from time to time; 

That the Committee have power to appoint specialist advisers; 

That the Committee have power to adjourn from place to place within the United 
Kingdom; 

That the reports of the Committee from time to time shall be printed, notwithstanding 
any adjournment of the House; 

That the Committee do report on the draft Bill by the end of November 2003; 

And that the Committee do meet with the Committee appointed by the Commons on 
Tuesday 15th July at half-past three o’clock in Committee Room 5; 


the motion was agreed to; and a message was ordered to be sent to the Commons to 
acquaint them therewith. 


Proceedings of the Joint Committee 
Tuesday 15 July 2003 


Members present: 


Baroness Barker Baroness Knight of Collingtree 
Mrs Angela Browning _—_ Baroness McIntosh of Hudnall 
Lord Carter Laura Moffat 

Jim Dowd Lord Rix 

Stephen Hesford 


Members disclosed their interests relating to the draft Bill, pursuant to the resolutions of 
the House of Commons 13th July 1992 and the House of Lords 2nd July 2001: 


Baroness Barker declared an interest as a full time employee of Age Concern England; 
occasional joint work (unpaid) with Alzheimer’s Disease Society and other voluntary 
organisations. 
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Lord Rix declared an interest as President of Royal Mencap Society; President of the 
Friends of Normansfield; Chairman of Libertas (heritage tours for people with a learning 
disability coupled with sensory and/or physical disabilities); Chairman of Mencap City 
Foundation (financial grants for projects concerned with learning disability). All the 
foregoing offices are honorary with no remuneration. 


Lord Carter declared an interest as trusteeships with Carousel (access to the arts for 
learning-disabled people); Dame Vera Lynn Trust for Children with cerebral palsy; The 
Shaw Trust (employment of disabled people); Plunkett Foundation; Village Retail Services 
Association; The Andrew Carter Trust (a small family charity set up in the memory of a 
son which makes grants to disabled people). He is also declared that he is named on a 
Protection Order as the “best friend” for a lady with Alzheimer’s disease - she has no close 
relatives. 


Baroness Wilkins declared an interest (in writing) as Vice-Chair of HAFAD 
(Hammersmith and Fulham Action on Disability, and life interest in income from a house 
in North London. 


Lord Carter was called to the Chair by acclamation. 
The Joint Committee deliberated. 


Ordered, That the public be admitted during the examination of witnesses unless the 
Committee otherwise orders.—(The Chairman.) 


Ordered, That the uncorrected transcripts of oral evidence given, unless the Committee 
otherwise orders, be published on the Internet.—(The Chairman.) 


The Joint Committee further deliberated. 
[Adjourned till Tuesday 9 September at half past Three o’ clock. 


TUESDAY 9 SEPTEMBER 2003 


Members present: 


Lord Carter, in the Chair. 


Baroness Barker Huw Irranaca- Davies 

Mrs Angela Browning Baroness Knight of Collingtree 
Mr John Bercow Baroness McIntosh of Hudnall 
Mr Paul Burstow Laura Moffat 

Baroness Fookes of Plymouth Lord Pearson of Rannoch 
Stephen Hesford Lord Rix 

Mrs Joan Humble 


The Joint Committee deliberated. 


The following declaration of relevant interests were made: 


145 


Lord Pearson of Rannoch declared an interest as Honorary President of RESCARE (The 
National Society for People with a mental handicap in residential and family care, and 
father of a 22 year old daughter with Down Syndrome. 


Mrs Angela Browning declared an interest as, special counsellor National Autistic Society; 
member of Wessex Autistic Society and patron of Domino Appeal; patron of Tree House 
School for autism in London; member resources for autism; national vice president 
Alzheimer’s Disease Society; member of all party mental health group; member of All Party 
Autism group all the above are non-remunerated. Also carer for adult dependant with 
autism. 


Mrs Joan Humble declared an interest as Chair of All Party Social Services Group and 
President of Blackpool Advocacy, an organisation providing advocacy services in the local 
community for a range of individuals. 


The Joint Committee deliberated. 


Ordered, That Professor Anthony Holland and Ms Penny Letts be appointed as Specialist 
Advisers to assist the Committee in its inquiry into the Draft Mental Incapacity Bill.- (The 
Chairman) 


The Joint Committee further deliberated. 


[Adjourned till tomorrow at half past Three o'clock. 


WEDNESDAY 10 SEPTEMBER 2003 


Members present: 


Lord Carter, in the Chair. 


Baroness Barker Huw Irranaca- Davies 

Mrs Angela Browning Baroness Knight of Collingtree 
Mr John Bercow Baroness McIntosh of Hudnall 
Mr Paul Burstow Laura Moffat 

Baroness Fookes of Plymouth Lord Pearson of Rannoch 
Stephen Hesford Lord Rix 

Mrs Joan Humble 


The Joint Committee deliberated. 


Stephen Hesford declared an interest as vice-chair of All Party Parliamentary Group on 
Autism; patron of Crossroads- Wirral Caring for Carers. 


Draft Mental Incapacity Bill: Mr Adrian Ward, Convenor; Mr David McClements, 
Member Mental Health and Disability Committee of the Law Society of Scotland; Ms 
Elizabeth Craigmyle, Principal Solicitor for ENABLE and member of the Mental Health 
and Disability Commission, Law Society of Scotland, were examined. 
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Professor Tom McMillan, Chair in Clinical Neuropsychology, Glasgow University; Mr 
Mark Ramm, Director of Clinical Forensic Psychology, Orchard Clinic, Edinburgh; Dr 
Keith Bowden, Consultant Clinical Psychologist, Forth Valley Primary Care NHS Trust; 
Dr Donald Lyons, Consultant in Psychiatry of Old Age and Medical Adviser for Elderly 
Services for Greater Glasgow Primary Care NHS Trust, were examined. 


[Adjourned till Tuesday 16 September at half past Three o’ clock. 
TUESDAY 16 SEPTEMBER 2003 
Members present: 


Lord Carter, in the Chair. 


Baroness Barker Baroness Knight of Collingtree 
Mr Paul Burstow Baroness McIntosh of Hudnall 
Jim Dowd Laura Moffat 

Baroness Fookes of Plymouth Lord Pearson of Rannoch 

Mrs Joan Humble Lord Rix 


Huw Irranaca-Davies 


The Joint Committee deliberated. 


Mr Paul Burstow declared an interest as Co-Chair, All Party Parliamentary Group on 
Ageing and Older People; Vice Chair All Party Group on Disability and Front Bench 
Spokesperson, Liberal Democrats, Older People. 


Draft Mental Incapacity Bill: Mr Clive Evers, Alzheimer’s Society, Mr Simon Foster, Mind, 
Mr Roger Goss, Patient Concern, Dr Andrew McCulloch, Mental Health Foundation, Ms 
Pauline Thompson, Age Concern and Ms Kathryn Willmington, Help the Aged, were 
examined. 


[Adjourned till tomorrow at half past Three o’clock. 
WEDNESDAY 17 SEPTEMBER 2003 
Members present: 


Lord Carter, in the Chair 


Baroness Barker Baroness Knight of Collingtree 
Mr John Bercow Baroness McIntosh of Hudnall 
Mr Paul Burstow Laura Moffat 

Jim Dowd Lord Pearson of Rannoch 


Baroness Fookes of Plymouth Lord Rix 
Stephen Hesford 
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The Joint Committee deliberated. 


Draft Mental Incapacity Bill: Mr Steve Broach, National Autistic Society, Ms Caroline 
Clipson, Scope, Mr Richard Kramer, Turning Point and Ms Hazel Morgan, Foundation for 
People with Learning Disabilities, were examined. 


[Adjourned till Wednesday 8 October at half past Three o’clock. 


WEDNESDAY 8 OCTOBER 2003 


Members present: 


Lord Carter, in the Chair 


Mrs Angela Browning Baroness Knight of Collingtree 
Mr Paul Burstow Baroness McIntosh of Hudnall 
Jim Dowd Laura Moffat 

Baroness Fookes of Plymouth Lord Pearson of Rannoch 
Stephen Hesford Lord Rix 

Mrs Joan Humble 


The Joint Committee deliberated. 


Draft Mental Incapacity Bill: Dr Michael Wilks and Dr Vivienne Nathanson, British 
Medical Association, Medical Ethics Committee, were examined. 


Dr Karen Elhert, Dr Camilla Herbert, Professor Glynis Murphy, Dr Peter Kinderman and 
Dr Catherine Dooley, British Psychological Society and Dr Tony Zigmond, Royal College 
of Psychiatrists, were examined. 


[Adjourned till tomorrow at half past Three o’clock. 
THURDSAY 9 OCTOBER 2003 
Members present: 


Lord Carter, in the Chair. 


Mrs Angela Browning Huw Irranaca-Davies 

Mr Paul Burstow Baroness Knight of Collingtree 
Jim Dowd Baroness McIntosh of Hudnall 
Baroness Fookes of Plymouth Lord Rix 

Mrs Joan Humble 


The Joint Committee deliberated. 
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The Draft Mental Incapacity Bill: Professor the Baroness Finlay of Llandaff, was examined. 


Archbishop Peter Smith, Catholic Bishops’ Conference of England and Wales and Dr 
Helen Watt of the Linacre Centre for Healthcare Ethics; Dr Philip Howard and Dr Adrian 
Treloar, Guild of Catholic Doctors, Mr James Bogle, Catholic Union; Dr Gregory Gardener 
and Dr Gillian Craig, Medical Ethics Alliance; The Right Reverend and Right 
Honourable the Lord Habgood and Lay Canon Claire Foster, Church of England 
Archbishops’ Council, were examined. 


[Adjourned till Tuesday 14 October at half past Three o’clock. 


TUESDAY 14 OCTOBER 2003 


Members present: 


Lord Carter, in the Chair 


Baroness Barker Huw Irranaca-Davies 

Mrs Angela Browning Baroness Knight of Collingtree 
Mr Paul Burstow Baroness McIntosh of Hudnall 
Baroness Fookes of Plymouth Lord Pearson of Rannoch 
Stephen Hesford Lord Rix 

Mrs Joan Humble Baroness Wilkins 


The Joint Committee deliberated. 


Draft Mental Incapacity Bill: Mr John Dixon and Mr Graham Collingridge, Association of 
Directors of Social Services, were examined. 


Master Denzil Lush, Court of Protection, was examined. 
Professor John Williams, University of Wales (Aberystwyth), was examined. 


[Adjourned till tomorrow at half past Three o'clock. 


WEDNESDAY 15 OCTOBER 2003 


Members present: 


Lord Carter, in the Chair. 


Baroness Barker Huw Irranaca-Davies 

Mr John Bercow Baroness Knight of Collingtree 
Mrs Angela Browning Baroness McIntosh of Hudnall 
Jim Dowd Laura Moffat 

Baroness Fookes of Plymouth Lord Rix 

Stephen Hesford Baroness Wilkins 


Mrs Joan Humble 


The Joint Committee deliberated. 
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Draft Mental Incapacity Bill: Ms Vicki Chapman, Mr Niall Baker, Mr Luke Clements and 
Mr Peter Raymond for the Law Society of England and Wales, were examined. 


[Adjourned till Tuesday 21 October at half past Three o'clock. 


TUESDAY 21 OCTOBER 2003 


Members present: 


Lord Carter, in the Chair 


Baroness Barker 

Mr John Bercow 

Mrs Angela Browning 
Baroness Fookes of Plymouth 
Stephen Hesford 

Mrs Joan Humble 

Huw Irranaca-Davies 


The Joint Committee deliberated. 


Baroness Knight of Collingtree 
Baroness McIntosh of Hudnall 
Laura Moffat 

Lord Pearson of Rannoch 
Lord Rix 

Baroness Wilkins 


Draft Mental Incapacity Bill: Ms Simone Aspis and Mr Richard Downs, Changing 
Perspectives; Mr Andrew Lee and Mr Nico Mac Given, People First; Dr Jean Collins and 
Mr Mark Brookes, Values into Action, were examined. 


Draft Mental Incapacity Bill: Dr Maurice Brook, Mrs Mary Pearson and Mr David Sugden, 
RESCARE; Mr James Allen, Care UK and Mr Simon Cramp, New Dimensions Group and 


MENCAP, were examined. 


[Adjourned till tomorrow at half past Three o’clock. 


WEDNESDAY 22 OCTOBER 2003 


Members present: 


Lord Carter, in the Chair 


Baroness Barker 

Mr John Bercow 

Mrs Angela Browning 
Baroness Fookes of Plymouth 
Mrs Joan Humble 

Huw Irranaca-Davies 


Baroness Knight of Collingtree 
Baroness McIntosh of Hudnall 
Laura Moffat 

Lord Pearson of Rannoch 
Lord Rix 

Baroness Wilkins 
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The Joint Committee deliberated. 


Draft Mental Incapacity Bill: The Lord Filkin CBE, Parliamentary Under-Secretary of State 
and Ms Claire Johnston, Head of Legal Advice and Legislation Division, Department for 
Constitutional Affairs; Ms Rosie Winterton MP, Minister of State and Mr Adrian Sieff, 
Head of Mental Health Legislation, Department of Health, were examined. 


[Adjourned till Tuesday 11 November at Three o’clock. 


TUESDAY 11 NOVEMBER 2003 


Members present: 


Lord Carter, in the Chair 


Baroness Barker 

Mrs Angela Browning 

Mr Paul Burstow 

Jim Dowd 

Baroness Fookes of Plymouth 
Stephen Hesford 


The Joint Committee deliberated. 


Mrs Joan Humble 

Baroness Knight of Collingtree 
Baroness McIntosh of Hudnall 
Laura Moffat 

Lord Pearson of Rannoch 
Baroness Wilkins 


[Adjourned till tomorrow at Three o’clock. 


WEDNESDAY 12 NOVEMBER 2003 


Members present: 


Lord Carter, in the Chair 


Baroness Barker 

Mr Paul Burstow 

Jim Dowd 

Baroness Fookes of Plymouth 
Stephen Hesford 

Mrs Joan Humble 

Huw Irranaca-Davies 


The Joint Committee deliberated. 


Baroness Knight of Collingtree 
Baroness McIntosh of Hudnall 
Laura Moffat 

Lord Pearson of Rannoch 
Lord Rix 

Baroness Wilkins 


[Adjourned till Monday 17 November at Three o’clock 


MONDAY 17 NOVEMBER 2003 


Members present: 


Lord Carter, in the Chair. 


Baroness Barker Huw Irranaca- Davies 

Mr Paul Burstow Baroness Knight of Collingtree 
Jim Dowd Baroness McIntosh of Hudnall 
Baroness Fookes of Plymouth Laura Moffat 

Stephen Hesford Baroness Wilkins 


The Joint Committee considered the draft report. 


Paragraphs 1 to 288 were agreed to. 


Paragraph 289 read as follows: 


We therefore recommend that the Bill should set out the key principles governing 
research, such as those enshrined by the World Medical Association. Those key 
principles should include the following: 


research involving people who may be incapacitated must be reviewed by a 
properly established and independent ethics committee and can only proceed if 
ethical permission is granted. 


where a person has the capacity to consent then his decision whether or not to 
partake in research must be respected. 


considerable care should be taken to ensure that under these circumstances 
consent to participate was freely given and not a consequence of coercion. 


the inclusion of people in research, who lacked the capacity to consent, must 
only occur when such research has the potential for direct benefit to those with 
that particular problem and could not have been done through the involvement 
of those with capacity. 


those undertaking research involving people lacking the capacity to consent 
must respect any indications that a person did not wish to participate (i.e. was 
dissenting). 


any discomfort or risk involved in the research must be, at the most, minimal. 


An amendment proposed, in line 3, after the word “following” to add the words “People 
judged to be incapable and unable to make decisions for themselves should not be used in 
medical research experimentation” — The Baroness Knight of Collingtree. 


Question put, That the Amendment be made. 
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Ayes 
Baroness Knight of Collingtree 


Paragraph agreed to. 


Paragraphs 290 to 365 were agreed to. 


Noes 

Lord Carter 

Baroness Barker \ 
Paul Burstow 

Jim Dowd 

Baroness Fookes of Plymouth 
Mr Stephen Hesford 

Huw Irranca-Davies 

Baroness McIntosh of Hudnall 
Baroness Wilkins 


Resolved, That the Joint Committee agreed that the draft report, as amended, be the report 


of the Joint Committee to both Houses. 


The Annexes to the report were agreed to. 


The Committee ordered the Chairman to make the report to the House of Lords and Jim 


Dowd to report to the House of Commons. 


Ordered, The a guide to the Report in easy read format be published separately. 


Witnesses 


Wednesday 10 September 2003 


Mr Adrian Ward, Convenor, and Mr David McClements, Member, Mental 
Health and Disability Committee, Law Society of Scotland; Ms Elizabeth 
Craigmyle, Principal Solicitor, ENABLE, Law Society of Scotland 


ofessor Tom McMillan, Chair in Clinical Neuropsychology, Glasgow 

niversity, Mr Mark Ramm, Director of Clinical Forensic Psychology, Orchard 
Clinic, Edinburgh, Dr Keith Bowden, Consultant Clinical Psychologist, Forth 
Valley Primary Care NHS Trust, and Dr Donald Lyons, Consultant in Psychiatry 
of Old Age and Medical Adviser for Elderly Services for Greater Glasgow 
Primary Care NHS Trust. 


Tuesday 16 September 2003 


Mr Clive Evers, Alzheimer’s Society, Mr Simon Foster, Mind, Mr Roger Goss, 
Patient Concern, Dr Andrew McCulloch, Mental Health Foundation, Ms 
Pauline Thompson, Age Concern, and Ms Kathryn Willmington, Help the 
Aged, Making Decisions Alliance. 


Wednesday 17 September 2003 


Mr Steve Broach, National Autistic Society, Ms Caroline Clipson, SCOPE, Mr 
Richard Kramer, Turning Point, Ms Hazel Morgan, Foundation for People with 
Learning Disabilities, and Ms Susannah Seyman, Down's Syndrome 
Association, Making Decisions Alliance. 


Wednesday 8 October 2003 


Dr Michael Wilks, Chairman, Medical Ethics Committee and Dr Vivienne 
Nathanson, Director of Professional Affairs, British Medical Association. 


Professor Glynis Murphy, Professor of Clinical Psychology in Learning 
Disabilities, Dr Karen Ehlert, Honary Secretary of the Division of Clinical 
Psychology, Dr Peter Kinderman, Reader of Clinical Psychology at the 
University of Liverpool, Dr Catherine Dooley, Consultant in Clinical 
Psychology, Dr Camilla Herbert, Clinical Psychologist specialising in neuro 
rehabilitation, British Psychological Society, and Dr Tony Zigmond, Consultant 
in General Adult Psychiatry, Royal College of Psychiatrists. 


Thursday 9 October 2003 
Professor The Baroness Finlay of Llandaff. 


Archbishop Peter Smith, Catholic Bishops’ Conference of England and Wales, 
Dr Helen Watt, Linacre Centre for Healthcare Ethics, Dr Philip Howard and Dr 
Adrian Treloar, Guild of Catholic Doctors, Dr Gregory Gardener, Dr Gillian 
Craig and Dr Jafer Quereschi, Medical Ethics Alliance, Lord Habgood and Mrs 
Claire Foster, Church of England Archbishops’ Council, and Mr James Bogle, 
Lawyer, Catholic Union. 
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Tuesday 14 October 2003 

Mr John Dixon, Chairman, National Disability Committee, Mr Graham 
Collingridge, Member, Mental Health Strategy Group, Association of 
Directors of Social Services.Professor John Williams, University of Wales 
(Aberystwyth) 

Mr Denzil Lush, Master of the Court of Protection 


Professor John Williams, University of Wales (Aberystwyth) 


Wednesday 15 October 2003 

Ms Vicki Chapman, Head of Law Reform, Mr Peter Raymond, Practising 
Solicitor, Mr Niall Baker, Practising Solicitor, and Mr Luke Clements, 
Practising Solicitor, The Law Society. 


Tuesday 21 October 2003 


Ms Simone Aspis and Mr Richard Downs, Changing Perspectives. Mr Andrew 
Lee and Mr Nico MacGiven, People First. Dr Jean Collins and Mr Mark 
Brookes, Values into Action. Dr Maurice Brook, Mrs Mary Pearson and Mr 
David Sugden, RESCARE; Mr James Allen, Care UK, and Mr Simon Cramp, New 


Dimensions Group and MENCAP. 


Wednesday 22 October 2003 


The Lord Filkin, CBE, Parliamentary Under-Secretary of State, Ms Claire 
Johnston, Head of Legal Advice and Legislation Division, Department for 
Constitutional Affairs, Ms Rosie Winterton MP, Minister of State, and Mr 


Adrian Sieff, Head of Mental Health Legisiation, Department of Health. 
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Mr J Hogan (MIB 362) 

Mr B Dawson (MIB 363) 

Mrs M Griffiths (MIB 364) 
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M Pycroft (MIB 463) 

J Leonard (MIB 464) 

Ms H Macpherson (MIB 465) 
Ms R Flack (MIB 466) 

Miss P Dixon (MIB 467) 
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Mr & Mrs W Gilmour (MIB 503) 
Mrs R McCalvney (MIB 504) 
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Ms E Tait (MIB 530) 

Ms L Grover (MIB 531) 

Mrs B Cole (MIB 532) 
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Ms M Connell (MIB 544) 
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Ms C Waters (MIB 608) 
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Mr E McGeary (MIB 616) 
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Mrs M Ferriter (MIB 620) 
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S Carson (MIB 623) 
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Mr J Dique (MIB 651) 

Sister M Burtenshaw, Sisters of the Poor Child Jesus (MIB 653) 
Mrs G Welsh (MIB 654) 

Father F Maple, Franciscan Friary (MIB 656) 
Ms G Tideswell (MIB 657) 

Mrs J Ward (MIB 658) 

Mrs K Offord (MIB 659) 

Mr P Brady (MIB 660) 

Miss M Elsden (MIB 661) 

Mrs E Lealy (MIB 662) 

Sister W McWiggins, Henesy House Resident (MIB 663) 
Ms H Fox (MIB 664) 

Mrs K Betts (MIB 665) 

Mr T Gibson (MIB 666) 
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Mrs A Storry (MIB 678) 
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Ms Z Indyk (MIB 695) 
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Miss M Sheridan (MIB 751) 
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Mrs G Ince (MIB 757) 
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Ms M Tipping (MIB 797) 

Mrs M Benson (MIB 798) 
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Ms M Warren (MIB 801) 

Ms E Riley (MIB 802) 
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Ms M Foley (MIB 812) 
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Mr J Dulohery (MIB 835) 
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